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FOREWORD

Over the past quarter century, the Supplemental Security iIncome (SSI) program has helped
families of children with disabilities meet their special needs. The SSI program has come to
represent an important safety net to some of our most vulnerable families. That is why, during
my confirmation hearing before the Senate Finance Committee, [ made a commitment to
conduct a "top-to-bottom"” review of the implementation of the changes to the SSI childhood
disability program brought about by The Personal Responsibility and Work Opportunity
Reconciliation Act of 1996. | believed that this review was needed because of public concern
with the implementation of the new law. | believed that the Congress, the President, and the
American people deserved to know whether the law and the regulations were being applied
fairly.

The following report shows that, overall, the Social Security Administration (SSA), and the
State Disability Determination Services that make determinations for the Agency, have done a
good job of implementing the provisions of the welfare reform law. Of the approximately one
million children receiving SSI benefits based on disability, about 288,000 were subject to
redetermination under the new law, and most of those cases were handled properly.

However, the report also found some inconsistencies in the application of the rules and in
compliance with SSA instructions. Where specific problems have been identified, SSA is
taking corrective action. And because of my concern for the welfare of children, shared by the
Congress, the President, and the American people, we are taking steps above and beyond
normal actions to ensure that every child receives a fair assessment of his or her eligibility for
benefits.

| am pleased with the overall performance of SSA and the States in completing most of the
required reviews accurately and in such a short period of time. And while there have been
relatively few problems identified in the process, | am deeply concerned that children could be
disadvantaged as a result of deficiencies in the manner in which decisions are made. One of
my top priorities as Commissioner of Social Security is to guarantee the equity of SSA's
programs for all beneficiaries and claimants. | am committed to ensuring that all children who
meet the eligibility requirements for SSI receive the benefits for which they are eligible.

All Americans must know that the provisions of the SSI program are applied with fairness,
compassion, and consistency across the nation.

Kenneth S. Apfel
Commissioner of Social Security



EXECUTIVE SUMMARY

The Supplemental Security Income (SSI) program provides cash benefits to financially
needy individuals who are aged, blind or disabled. S8i has paid benefits to disabled
children since the program’s inception in 1974. Until 1996, the Social Security Act (the
Act) did not contain a separate definition of disability for children; a child was
considered disabled if he or she had a medically determinable impairment (or a
combination of impairments) that was of comparable severity to an impairment that
would disable an adult. Beginning in 1991, following the 1990 Supreme Court decision
in the case of Sullivan v. Zebley, SSA introduced a new policy of "functional
equivalence" to its medical listings and an "Individualized Functional Assessment"
(IFA) for evaluating disability in children.

On August 22, 1996, the Personal Responsibility and Work Opportunity Reconciliation
Act of 1996, Public Law 104-193 (the PRWORA) established a new and stricter
definition of disability specifically for children. The definition is no longer based on
comparability to the adult standard, but instead provides that a child is disabled if he or
she “has a medically determinable physical or mental impairment which results in
marked and severe functional limitations.” The PRWORA also eliminated the IFA and
certain other provisions of SSA's regulations, and required that SSA redetermine the
cases of children whose eligibility might terminate because of the provisions of the law.

SSA estimated that, of approximately one million children receiving benefits, about
288,000 would need to have their eligibility redetermined under the new law, and that
about 135,000 would eventually be determined ineligible for SS| benefits. Now that
most of the initial redeterminations have been completed, and in view of the actions
directed by Commissioner Apfel in this report, the estimate must be revised downward
to about 100,000 children when all actions are completed. (President Clinton proposed
continuing Medicaid eligibility for most children who lose eligibility for SSI as a resuit of
the new definition of disability, and that provision was included in the Balanced Budget
Act of 1997, enacted in August 1997.)

Implementing the legislation was a major undertaking for SSA. The Agency had to first
identify and then notify those families potentially impacted by the PRWORA, publish
regulations implementing the legislation, train staff and, working with the State
Disability Determination Services (DDSs), the State agencies that make determinations
for the Agency, conduct the redeterminations of eligibility. All of this had to be
accomplished within the very short time frames mandated by the legislation.

As of November 1, 1997, SSA had completed 263,000 reviews and notified the families
of 135,800 children (52 percent) of an unfavorable redetermination. The families of
127,400 children (48 percent) were notified that their eligibility would continue. During



this review process, concerns were raised about the Agency's adjudication of these SSI
childhood disability cases, and also about the efficacy of Agency administrative
procedures.

During his confirmation hearing, Commissioner Kenneth Apfel pledged that SSA would
conduct a top-to-bottom review of the implementation of provisions of the PRWORA
that affected the SSI childhood disability program. After taking the oath of office, he
directed the Agency to look at the implementation of the SSI childhood disability
provisions to determine if they were being applied fairly and correctly.

This report concludes that, of the cases that have been completed thus far, most have
been processed properly. Some problems, however, were identified. In the interest of
ensuring that every child receives a fair assessment of his or her eligibility for benefits,
corrective actions are being taken. The three specific areas of concern that were
reviewed, and the corrective actions being taken, foliow:

1. CESSATIONS OF CHILDREN CLASSIFIED IN SSA RECORDS AS HAVING
MENTAL RETARDATION

Mental retardation (MR) is characterized by significantly subaverage general
intellectual functioning, accompanied by significant limitations in adaptive functioning.
Children who do not exhibit both of these characteristics cannot be classified as having
MR.

Of the approximately one million children on the rolls in December, 1996, about
407,000 children (almost 41 percent of all children on the rolls) were coded in SSA's
data with the primary diagnosis of MR. Eighty percent of these children (over 325,000
children) had impairments that met one of SSA's listings for MR and were not subject to
redetermination under the PRWORA. SSA sent redetermination notices to the
remaining 20 percent (about 79,500) of these children. As of November 1, 1997, SSA
had redetermined 73,950 of these cases and determined that 42,425 (57 percent) did
not meet the new disability standards.

Concerns were raised about the precision of SSA's coding data and decisional
accuracy, especially whether the eligibility of children with 1Qs in the range of 60 to 70
was being ceased erroneously because of misapplication of the listings. Another
concern was whether the eligibility of children with MR who have 1Q scores above 70
was being ceased because of adjudicator failure to consider the range of error inherent
- in all test scores, called the Standard Error of Measurement (SEM).

SSA found that in a large number of the cases with the computer code for MR, the

children did not actually have MR, and were never thought to have MR, but were only
shown in SSA's data with this diagnosis code. In most cases, these children were
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found to have learning disabilities or borderline intellectual functioning, and these
claims were more likely to be ceased than claims of children who had MR.

A diagnosis code must be entered into the computer system, but codes do not exist for
all possible impairments. In such cases, SSA instructs DDS adjudicators to choose a
code for a "closely analogous"” impairment. As a result, DDSs have used the MR code
for other impairments since it was first established years ago. (In 1994, SSA
established additional codes for certain impairments, including learning disabilities,
which were often coded as MR. And in connection with this top-to-bottom review,
another new code was established in October, 1997, for "borderline intellectual
functioning," another impairment that was often coded as MR.)

In addition, some children who were accurately diagnosed as having MR properly lost
eligibility. This can happen for two reasons supported in the MR literature. First, some
children who were correctly diagnosed with mild MR do not have functional limitations
severe enough to meet or equal (including functionally equal) a listing. SSA does not
believe that there are many children who fall into this category; however, the Agency
plans to track this group. Second, the diagnosis of MR is not necessarily lifelong in
every case. With supports and interventions, some children who were once classified
as having MR may no longer have the level of impairment required for a diagnosis of
MR.

However, SSA's quality assurance data also show that some cessations of cases with
the code for MR have documentational or decisional deficiencies. This means that,
regardless of the correct diagnosis, some children with the code for MR may have had
their eligibility ceased incorrectly. SSA was especially concerned that the claims of
children with the code for MR, who had 1Q scores of 75 or below, and whose eligibility
was ceased (or denied) should be carefully reviewed, since some of these children may
have mild MR. Although the diagnosis of mild MR in and of itself does not indicate that-
benefits should be continued, these claims should be reviewed to ensure accurate
determinations.

Similar questions exist for denials of new applications after enactment of the PRWORA
showing the code for MR.

Actions To Be Taken

To address these findings, Commissioner Apfel has directed that the following steps,
above and beyond normal action, be taken to ensure that every child receives a fair
assessment and is given every chance to receive the benefits for which he or she may
be eligible:



° SSA will, through the DDSs, review all redetermination cessation cases and
denials of initial applications adjudicated on or after August 22, 1996, that show
the code for MR.

° For all cases of children with the code for MR with valid IQs of 75 or below
whose eligibility for benefits was ceased or whose applications were denied on
or after August 22, 1996, SSA will reopen, develop as needed, and provide a
revised redetermination, if appropriate, for each, individual case. The review will
determine whether all necessary documentation is present, that the
determination was correct, and that the proper diagnosis code was used. If it is
determined that a different code should have been used (or if the new code for
borderiine intellectual functioning should now be used) the code will be revised.

. For cases of children with the code for MR and whose 1Q scores are above 75,
the review will be a two-stage process: (1) A screening of the case file to
determine whether all necessary documentation is present, that the
determination was correct, and that the proper diagnosis code was used. If it is
determined that a different code should have been used (or if the new code for
borderline intellectual functioning should now be used) the code will be revised
and no further action will be taken. (2) If deficiencies are found in a
determination (either documentational or decisional), the case will be reopened,
developed as necessary, and the determination revised if appropriate.

L Before beginning the reviews, SSA will provide additional training to its
adjudicators on the MR evaluation issues raised in this report.

2. QUALITY OF CASE PROCESSING

SSA's primary concern is whether its determinations are correct; there was no ideal
rate of continuance or cessation which all the States were expected to achieve.
However, when wide variations in rates appeared, the Agency investigated reasons for
the variations. SSA examined differences in case characteristics among State
workloads, the quality of development, and the overall accuracy of determinations to
see how these factors helped explain the differences in resuits.

Case Development Practices

Although the Agency's quality assurance data did not show widespread deficiencies in
the processing of the childhood redeterminations, SSA examined the possibility that
differences in case development practices {i.e., how evidence from medical and other
sources was obtained) contributed to differences in the rates of continuance and
cessation among the States. This evaluation also addressed concerns that had been
raised that some cases had not been adequately developed.
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The Act and SSA’s regulations require claimants to provide current medical evidence
showing the existence and severity of their impairments. Although claimants are
technically responsible for providing the evidence SSA needs to make a disability
determination, in practice SSA often assists in this process by obtaining this evidence
for children—existing medical evidence from treatment sources, consultative medical
examinations, and information from other sources, including school records and
parents, where appropriate.

Concerns were raised that DDSs rushed redetermination cessations to meet the
original August 22, 1997, deadline of the PRWORA, and thus did not always obtain the
evidence needed to support their determinations. In particular, the allegations focused
on the quality and quantity of consultative medical examinations and the perception
that the DDSs failed to obtain school records. The Agency looked at whether sufficient
effort was made to secure evidence from these sources and whether the evidence in
the case files was sufficient to adjudicate the cases correctly.

Following a careful review of these concerns, SSA determined that the contention of
inadequate development in these cases was not supported.

Failure To Cooperate

The Agency did find problems in certain States in cases that had been ceased based
on a “failure to cooperate.” A child's eligibility for SSI may be ceased on the basis of a
“failure to cooperate” when the child’s parent or legal guardian does not respond to a
notice initiating the disability redetermination, does not take the child to a consultative
examination, or otherwise does not cooperate in processing the claim without good
cause. SSA policy is to make repeated attempts to contact the child's parent or legal
guardian by mail and by telephone, and when necessary to make special efforts to
identify and contact another adult or agency responsible for the child's care.

Nationally, cessations based on a failure to cooperate make up less than five percent
of all cases. However, there were wide variances among the States in cessations on
this basis, ranging from less than one percent in the lowest States to 9.5 percent in the
highest States. In a study of cessations based on “failure to cooperate,” SSA found
that in 68 percent of the cases either ali of the contacts required had not been
attempted or the contact efforts were not documented in the case file.

Actions To Be Taken

. All failure to cooperate cessations will be reviewed. (Many redetermination
cases that were ceased on the basis of a failure to cooperate have already been
reworked using the correct procedures.) The case reviews will ensure that all
contacts and followups required in the special instructions for children's cases
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have been made and documented in case files. When reviews of “failure to
cooperate” cases show deficiencies in such procedures, claimants who wish to
pursue their claims will be given the opportunity for a new initial determination
and an opportunity to have their benefits reinstated during the new
redetermination process including any benefits that would have been paid since
the month in which payments ceased.

Accuracy of Cases

Nationally, the accuracy of both continuance and cessation determinations is above
90.6 percent (the regulatory threshold for accuracy). Almost two-thirds of the
deficiencies were "documentational," meaning that there was some deficiency in the
evidence that formed the basis for the determinations, not necessarily that the
determinations were incorrect.

While these rates are satisfactory based on SSA's regulatory quality assurance
standards, the Agency is aware that the cessation errors still represent a number of
children whose eligibility was potentially wrongly ceased from receiving benefits. While
SSA's quality assurance data show some States with lower accuracy than others, every
State has some likelihood of improper cessations. Similarly, there is concern that,
particularly in some States, there was an unacceptably high rate of error in the
continuances of some children.

The quality assurance data show low cessation accuracy resulting mainly from cases
involving mental disorders. There is some indication that adjudicators would benefit
from additional instruction on the evaluation of these types of cases.

There was also concern that the single area of functioning for cognition and
communication in the implementing regulations for determining functional equivalence
to listed impairments disadvantaged some children with separate cognitive and speech
impairments. Although the data do not show any negative effects caused by the
retention of the cognitive/communicative area of functioning, there is some indication
that adjudicators would benefit from additional instruction on the evaluation of a
combination of cognitive and speech disorders that separates speech disorders from
cognitive disorders.

Finally, through its quality assurance reviews, SSA will be able to monitor chiidhood
case processing to determine if any specific areas of concern arise that may require
further actions in the redeterminations and in determinations made on initial
applications.



Actions To Be Taken

Commissioner Apfel directed that the following steps, above and beyond normal
actions, be taken:

) In addition to the reviews of cases with the code for MR that ali DDSs will do
under Section 1, above, every DDS will also screen a portion of its
redetermination cessations that do not have the code for MR.

. SSA will identify the proportion and types of cases that each DDS will screen.
The proportion of cases a DDS will screen will depend primarily on its QA
accuracy rate. DDSs with higher QA accuracy will review proportionally fewer
cases than DDSs with iower QA accuracy. The cases to be screened will be
cessations in those categories of cases with the greatest likelihood of error
based on SSA's QA results.

. In general, the review will be a two-stage process: (1) A screening of the case
file to determine whether all necessary documentation is present and that the
determination was correct. If it is determined that the cessation was correct, no
further action will be taken. (2) If deficiencies are found in a determination
(either documentational or decisional), the case will be reopened, developed as
necessary, and the determination revised if appropriate.

[ SSA will conduct QA reviews of the accuracy of these screenings as part of its
quality assurance process. In addition, the DDSs will conduct their own quality
assurance reviews of the cases as they are screened.

L For those DDSs in which cessation accuracy on redeterminations is below
90.6 percent, SSA will do a quality assurance review on a larger sample of
cases than for DDSs that are above the threshold.

® For those DDSs in which continuance accuracy is below 90.6 percent, SSA will
give childhood disability cases priority for continuing disability reviews.

® Before beginning the reviews, SSA will provide additional training to all of its
adjudicators addressing the issues regarding the evaluation of mental
retardation, maladaptive behaviors, and the evaluation of speech disorders in
combination with cognitive limitations as well as, any other specific case
processing concerns about which adjudicators should be aware.

. In addition to the training, SSA will issue a Social Security Ruling on the

evaluation of speech disorders in combination with cognitive limitations. SSA
will also encourage the DDSs to include experts in the evaluation of speech and

8



language disorders on their staffs and to continue to purchase consultative
examinations from speech/language pathologists whenever necessary.

o Through its quality assurance reviews, SSA will continue to monitor any specific
areas of concern that may require further actions in the redeterminations and in
determinations made on initial applications.

3. APPEALS AND REQUESTS FOR BENEFIT CONTINUATION DURING
APPEAL —

When SSA sends notices telling families (or other payees) that a redetermination has
found a child is no longer eligible for benefits, the notice also advises them of their
legal rights. They are told how to ask for a reconsideration, and that they can request
continuation of their benefit payments during this appeal process. They are also told,
as required by law, how to obtain information concerning attorney representation.

However, concerns have been raised that (1) the cessation notice was hard to
understand; (2) some beneficiaries were discouraged from filing appeals or requesting
- benefit continuation; (3) some beneficiaries were not told about the availability of free
legal services; and (4) procedures in effect when the redeterminations began did not
require a full explanation of the overpayment waiver process.

Throughout the notification and redetermination process, SSA responded with revised
instructions and retraining when concerns were raised about the clarity of information.
Of course, these actions would have had only prospective effect. These changes were
made over time as case processing proceeded; therefore, children who were found
ineligible earlier in the process did not receive the same explanations as those who
were found ineligible later in the process.

SSA therefore conducted two polls to test the validity of the concerns. In the first poll,
SSA telephoned social services organizations, public agencies, major umbrella
advocacy organizations, and legal aid organizations. In the second poll, SSA surveyed
more than 400 beneficiaries who filed appeals but did not request benefit continuation.
SSA found little evidence to indicate that Agency employees were actively discouraging
beneficiaries from exercising their rights to appeal or to continue to receive their SSI
payments during appeals that are ultimately unsuccessful. However, the poll
suggested that some individuals who did not appeal—and some individuals who
appealed but did not request benefit continuation—did not understand their rights.



Actions To Be Taken

Commissioner Apfel has directed that the following actions above and beyond several
steps already taken be instituted to clarify SSA policies:

SSA will send special supplementary notices in simpler language to families (or
other payees) of all children whose eligibility for SSI was ceased under the
PRWORA, and who have not appealed. The families will be given a new period
of 60 days in which to request a reconsideration. The supplementary notice will
also provide a new 10-day period in which to request benefit continuation during
the appeal and include information on the claimants' right to request waiver of
any overpayment that might result from the request.

SSA will also send special supplementary notices in simpler language to families
(or other payees) of all children whose eligibility for SSI has ceased under the
PRWORA, who have requested a reconsideration, but who have not requested
benefit continuation, providing a new 10-day period in which to request benefit
continuation during appeal. The notice will also include information on the
claimants' right to request waiver of any overpayment that might result from the
request.

If claimants whose eligibility was ceased based on a redetermination elect
continued benefits in accordance with SSA's regulations, the payments will
include any benefits that would have been paid since the month in which
payments ceased.

SSA will provide a "script" that the Field Offices and Teleservice Centers will
follow in informing claimants of their appeal and benefit continuation rights. The
script will ensure that all claimants receive the same information and will assist
individuals who may have difficulty understanding the circumstances under
which good cause may be found. It will also include an explanation of good
cause for waiver of overpayments that may result from requests for continued
benefits during appeal.

SSA is making a concerted effort to ensure that claimants are aware of legal
representation available through the American Bar Association's (ABA's)
Children's SS1 Project by making toll-free numbers available through Field
Offices, teleservice centers, and the Agency's Internet site. The Agency is also
working with the ABA to include toll-free 800 numbers with future
redetermination notices in those States where they are available.
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CONCLUSION

When the regulations were issued, SSA estimated that 135,000 children would lose
eligibility after all appeals. Now that most of the initial redeterminations have been
completed, and in view of the actions directed by Commissioner Apfel in this report, the
estimate must be revised downward. It is now estimated that 100,000 children will be
found ineligible after all appeals as a resuit of the changes in the PRWORA. The
reasons for this are as follows:

. First, there were fewer cessations at the initial level than SSA originally
estimated. This may be due in part to actions the Agency had already taken to
address quality issues raised during the implementation of the PRWORA and
the regulations.

° Second, the additional actions directed by Commissioner Apfel in this report will
ensure that children who are eligible for SSI disability benefits receive them.
The actions to review ceased cases will result in the screening of about 48,000
cases, and it is estimated that about 18,000 of these cases will be reopened. In
addition, SSA estimates that about 20,000 additional children will choose to
appeal as a result of the renotification. It is likely that the training and clarifying
instructions that Commissioner Apfel has also directed in this report will have an
effect on the outcomes of some of the reconsideration determinations.

This report affirms that SSA, and the State Disability Determination Services that make
determinations for the Agency, have done an overall good job in implementing the new
SSI childhood disability provisions of the PRWORA. It alsc demonstrates the Agency's
commitment to make whatever adjustments are necessary to ensure the fair and
equitable administration of the SSI disability program for all children now and in the
future.

[n addition to the actions outlined in this review, the Agency will continue to conduct
quality reviews and will continue to take corrective action whenever it is required.
Commissioner Apfel has also directed an expansive study of the children who were
impacted and not impacted by the PRWORA that will improve knowledge about
children with disabilities and the effects of the PRWORA on children with disabilities
and their families.
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8SA'S IMPLEMENTATION OF THE NEW S8I CHILDHOOD
DISABILITY LAW

I. THE CHILDHOOD DISABILITY PROGRAM

A. Introduction

The Supplemental Security Income (SSI) program provides cash
benefits to financially needy individuals who are aged, blind or
disabled. Enacted in 1972,' the SSI program became effective in
January 1974. Benefits for disabled children, i.e., individuals
under age 18, have been part of the SSI program since its
inception. In most States, the Social Security Administration's
(SSA) finding that a child is eligible for SSI also makes the
child eligible for medical assistance through Medicaid. (Note:
the amendments in the Balanced Budget Act of 1997, enacted in
August 1997,? provided for continuing Medicaid eligibility for
children who lose eligibility for SSI as a result of the new
definition of disability for children contained in the Personal
Responsibility and Work Opportunity Act of 1996, the PRWORA.)

From January 1, 1974, when the SSI program became effective,
until August 21, 1996, the Social Security Act (the Act) did not
contain a separate definition of disability for children.

Rather, the definition of disability for children was contained
in a parenthetical statement at the end of the definition of
disability for adults contained in section 1614 (a) (3) of the Act:

An individual shall be considered to be disabled for
purposes of this title if he is unable to engage in any
substantial gainful activity by reason of any medically
determinable physical or mental impairment which can be
expected to result in death or which has lasted or can be
expected to last for a continuous period of not less than 12
months (or, in the case of a child under the age of 18, if
he suffers from any medically determinable physical or
mental impairment of comparable severity). [Emphasis
added. ]

On August 22, 1996, the PRWORA®’ amended this definition and
established a new definition of disability specifically for
children. The new definition provides that a child:

'Public Law No. 92-603.
‘Public Law 105-33 (August 5, 1997).

*public Law No.-104-193.
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shall be considered disabled for the purposes of this title
if that individual has a medically determinable physical or
mental impairment, which results in marked and severe
functional limitations, and which can be expected to result
in death or which has lasted or can be expected to last for
a continuous period of not less than 12 months. [Emphasis
added. }

B. History

For initial claims of adults, SSA's regulations’ set out a five-
step “sequential evaluation process” for determining disability.
Each step is followed in order, as outlined below.

1. Is the adult engaging in substantial gainful activity? If
yes, the adult is not disabled; if no, go to the next step.

2. Is the adult's medically determinable impairment or
combination of impairments "“severe"? If no, the adult is
not disabled; if yes, go to the next step.

3. Does the severe impairment(s) meet or medically equal the
severity of a listing in the Listing of Impairments (the
listings)?® If yes, the adult is disabled; if no, go to the
next step.

4, Despite having a severe impairment(s) that does not meet or
medically equal the severity of a listing, does the adult
still have the "residual functional capacity" to do his or
her past relevant work? If yes, the adult is not disabled;
if no, go to the last step.

5. If past relevant work is precluded, does the adult retain
the capacity to do any other kind of work that exists in
significant numbers in the national economy, considering his

20 C.F.R. § 416.920.

*The listings contain examples of medical conditions and
medical findings that are so severe that disability can be
presumed for anyone who is not performing substantial gainful
activity and who has an impairment that "meets" the criteria of a
listing. Since the listings cannot include every possible
impairment or combination of impairments a person could have,
SSA's rules also provide that an impairment or a combination of
impairments can "equal" or be "equivalent to" the severity of a
listing. There are separate listings for adults and children,
although SsSA sometimes uses the adult listings for childhood
cases. The listings are in the regulations in appendix 1 of
subpart P of 20 CFR part 404.

13



or her residual functional capacity and the vocational
factors of age, education, and work experience? If yes, the
adult is not disabled; if no, the adult is disabled.

Until 1990, if a child was not working (performing substantial
gainful activity) and his or her impairment(s) was “severe” and
met the duration requirement (i.e., had lasted or was expected to
last for 12 months or was expected to result in death), SSA
decided whether a child was disabled based on the listings, as in
the third step of the process for adults. SSA did not provide
additional evaluation steps past the listings step for children,
as was done for adults, because it was considered inappropriate
to apply the vocational (i.e., work-related) rules used for
adults whose impairments do not meet or equal a listing. 1In the
case of Sullivan v. Zebley, the Supreme Court struck down this
approach to determining eligibility in children.

C. Sullivan v, Zebley

On February 20, 1990, in the case of Sullivan v. Zebley,® the
Supreme Court decided that the "listings-only" approach used to
deny children's SSI claims did not carry out the "comparable
severity" standard because the listings as then applied did not
provide for an assessment of a child's overall functional
limitations. The Court found that, under the comparable severity
standard, children claiming SSI benefits based on disability were
entitled to an individualized assessment comparable to adults who
had severe impairments that did not meet or medically equal a
listing. The Court found that, while adults who were not
disabled under the listings still had the chance to show that
they were disabled at the last step of the sequential evaluation
process, no similar opportunity existed for children.

The Court also criticized various aspects of the way in which the
listings were used in evaluating childhood disability claims. It
stated that the policies for establishing whether a child's
impairment(s) was "equivalent in severity," or "equal to," a
listed impairment "exclude[d] claimants who have unlisted
impairments or combinations of impairments that do not fulfill
all the criteria for any one listed impairment." The Court was
also concerned that all children be given an opportunity to have
their particular functional limitations assessed in establishing
equivalence, including the effects of their symptoms.

D. The cChildhood Rules That Resulted From Zebley

As a result of the Zebley decision, SSA revised the rules used to
evaluate childhood disability claims under SSI. 1Interim final

°493 U.S. 521 (1990).
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regulations were published in the Federal Register on
February 11, 1991, with a request for public comments.’
Following con51deratlon of the public comments, SSA published
final regulations on September 9, 1993.°

In these regulations, "comparable severity" was defined in terms
of the impact a medically determinable impairment or a
combination of impairments had on a child's ablllty to function
"independently, appropriately, and effectively in an age-
appropriate manner."™ The rules also provided that each child
whose impairment(s) did not meet or medically equal the
requirements of a listing could show that his or her
impairment (s) "functionally equaled" a listing. If a child's
severe impairment(s) did not meet, medically equal, or
functionally equal a listing, the child could still be found
disabled at a step past the listings based on an "individualized
functional assessment" (IFA), an evaluation of the impact of the
impairment (s} on the child's ability to function.

The new "functional equivalence" rules also evaluated the impact
of a child's impairment(s) on his or her functioning. They were
intended, among other things, to address the Supreme Court's
concerns about the use of the listings in childhood cases. The
policy of functional equivalence was based on the fact that it is
the functional limitations a child has that make the child
disabled, regardless of the particular medical cause. For
example, a child who uses a wheelchair is disabled because of an
inability, or seriously limited ability, to walk, regardless of
whether the cause is from an injury or an impairment the child
had at birth.

Although there were several methods for deciding functional
equivalence, the primary method required consideration of
functioning in broad areas of functioning, such as
cognition/communication, social functioning, personal/behavioral
functioning, and task completlon (concentration, persistence, and
pace). A child's impairment(s) “functlonally equaled"” a listing
if the child had "marked" limitations in two areas of functioning
or "extreme" limitations in one area. The terms "marked" and
"extreme" were terms used to define the severity of limitations
in an area and were defined in the regulations or other
instructions.’ These rules, since they took into account a

'See Federal Register 56 FR 5534 (1991).
’see Federal Register 58 FR 47532 (1993).
‘Under the new rules implementing the PRWORA, SSA still uses

the standard of "marked" limitations in two areas of functioning
or "extreme" limitations in one, and the terms are defined in

15



child's actual functional limitations, provided a more
comprehensive assessment of a child's impairments than the pre-
Zebley rules.

If a child's severe impairment(s) was not of listing-level
severity (i.e., did not meet, medically equal or functionally
equal a listing) SSA would go to the next step and conduct an
IFA. The IFA at the next step also assessed the functional
impact of a child's impairment(s) in broad areas of functioning,
called "domains and behaviors," such as cognition,
communication,'® and motor abilities. A child was generally
found disabled using the IFA if he or she had "marked"
limitations in one domain of functioning and "moderate"
limitations in another domain, or "moderate" limitations in three
of the domains. (The term "moderate" was also defined in SSA
regulations and other instructions.)

iThus, under the rules that resulted from the Zebley decision, SSA
considered functioning at both the listings step and the IFA step
of the sequential evaluation process.

Although the PRWORA eliminated the IFA, many other features of
the regulations resulting from Zebley and other existing
regulations were not affected by the new law. Among these rules
were many of the provisions for evaluating functional
equivalence, which took on added significance under the PRWORA,
and rules for considering functioning appropriate to a child's
age, the rules for considering the effects of a child's symptoms
{such as pain), and rules for the consideration of "other
factors," factors such as the effects of medication, functioning
in school, and the need for assistive devices which adjudicators
must also consider.

$SA's current regulaticns and other instructions. The word
"marked" in the new definition of disability in the PRWORA,
"marked and severe functional limitations," does not have the
same meaning as the term "marked" in the listings and functional
equivalence. In the current regulations, SSA defines the phrase
from the PRWORA, '"marked and severe functional limitations," as a
single term providing the statutory definition of disability and
continues to define the term "marked," used for evaluating
severity in the mental disorders listings and functional
equivalence, as a separate term.

®Under the policy of functional equivalence, cognition and
communication were considered together in one area of functioning
called the "cognitive/communicative" area. In the IFA, they were
separate domains.
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E. Resulting Growth in the Rolls

Prior to the regulations required by Zebley, there had been a
modest growth in the number of children receiving SSI disability
benefits. From 1980 to 1990, the number of children on the rells
increased from 228,000 to 340,000. In contrast, the number of
children on the rolls nearly tripled between 1990 and 1996,
increasing from 340,000 to approximately one million children.
Related program costs rose during that time from $1.2 billion
annually to over $5 billion annually.

There were several causes for this increase, including:
° New provisions of SSI legislation enacted by the Congress in

1989 that required SSA to make outreach efforts to locate
children who could qualify for SSI;

. Updated listings published in late 1990 for evaluating
mental disorders in children;

L New regulations published in response to Zebley;

L Readjudication of Zebley class member cases and outreach

mandated by the Zebley court order; and

L An increase in the number of children living below the
poverty line.

The rapid increase in the number of children on the rolls raised
concerns among members of Congress, the Administration, the
media, and the general public. Allegations were made that
children were being "coached" to manipulate the disability
process and that benefits were being paid to children with "mild"
disorders. As a result of the allegations, S$SA, the Office of
Inspector General (OIG) for the Department of Health and Human
Services, and the General Accounting Office (GAO)—the last two
at the request of various members of Congress—conducted studies
to determine the veracity of the allegations and the extent of
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any abuses.'' None of the studies found any significant amount
of such abuse.

There were many other activities during the period prior to
enactment of the PRWORA. Notable among them was the
establishment of the National Commission on Childhood Disability
in 1994, which issued its report to Congress in October 1995.
While there were differences of opinion about the extent of
change needed, the report called for tightening the evaluation
criteria for children. Another significant report was issued by
the Childhood Disability Committee of the Disability Policy
Panel, National Academy of Social Insurance, “Restructuring the
SSI Disability Program for Children and Adolescents” in May 1996.
Among other recommendations, it called for the elimination of
"maladaptive behavior as a separate domain in the functional
assessment in the childhood mental disorders listings and the
IFA" and a revamping of the IFA using criteria that were more
appropriate for children with physical impairments. Although it
called for retaining the IFA, the report suggested that SsA
should "strengthen, and in some ways tighten, the eligibility
criteria for future SSI applicants.”

Against a backdrop of increasing public and congressional
sentiment against the IFA rules, and the payment of benefits to
children whose impairments were considered by some to be too mild
to confer eligibility, Congress took legislative action in the
PRWORA.

II. THE PERSONAL RESPONSIBILITY AND WORK OPPORTUNITY
RECONCILIATION ACT OF 1996

Responding to concerns raised about the rapid growth in the
childhood disability program and the other concerns already
noted,’ the PRWORA provided a new definition of disability for

'See, e.g., SSA's report, "Findings From the Study of Title
XVI Childhood Disability Claims," May 1994; the GAO report,
"Rapid Rise in Children on SSI Disability Rolls Follows New
Regulations," GAO/HEHS-94-225, September, 1994, which concluded
most of the growth in the rolls was attributable to children with
mental impairments, both under the revised listings and the new
IFA standards, not because of the IFA standards in themselves;
and the OIG reports, "Concerns About the Participation of
Children With Disabilities in the Supplemental Security Income
Program," A-03-94-02602, October, 1994, and "Supplemental
Security Income: Disability Determinations for Children with
Mental Impairments," A-03-94-02603, January, 1995.

'’See H.R. Rep. No. 651, 104th Cong., 2d Sess. 1386 (1996),
reprinted in 1996 U.S. Code, Cong. and Ad. News 2183, 2445.
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children claiming SSI benefits based on disability, and directed
SSA to make significant changes in the way childhood disability
claims are evaluated. The new law established a definition of
disability for children separate from that for adults, no longer
based on an impairment of “comparable severity” to one that would
be disabling in an adult. Rather, the new definition provided
that a child shall be considered disabled if he or she has a
medically determinable impairment or combination of impairments
that meets the statutory duration requirement and “which results
in marked and severe functional limitations."!’

The President had strongly opposed earlier House legislation that
would have removed a majority of the approximately one million
children from the SSI rolls, and proposed that the legislation
include provisions guaranteeing continuing Medicaid eligibility
to children who lose eligibility for SSI under the new disability
standard, a provision that was finally enacted in the Balanced
Budget Act of 1997. The President signed the PRWORA on

August 22, 1996.

Under the PRWORA, a child's medically determinable impairment or

combination of impairments must cause more serious impairment-

related limitations than the post-Zebley rules required.'*

Specifically, the new law eliminated:

L The comparable severity standard,

° The IFA, and

L References to maladaptive behaviors in the
personal/behavioral area of functioning in SSA's childhood
mental disorders listings.?

‘The law further required SSA to:

o Notify no later than January 1, 1997, beneficiaries who were
eligible for SSI benefits on August 22, 1996, and whose

Bsection 1614 (a) (3) (C) (1) of the Act.

“see H.R. Conf. Rep. No. 725, 104th Cong., 2d Sess. 261,
328-329 (1996), reprinted in 1996 U.S. Code, Cong. and Ad. News
2649, 2649, 2716-2717; H.R. Rep. No. 651, 104th Cong., 2d Sess.
1385-1386 (1996), reprinted in 1996 U.S. Code, Cong. and Ad. News
2183, 2444-2445,

"See Listing of Impairments, prior sections 112.00C2 and
112.02B2c(2). :
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eligibility might be affected by the PRWORA, that their
eligibility might be redetermined;

L] Redetermine the eligibility of such beneficiaries using the
new definition of disability for children no later than
one year after the date of enactment;?®

] Redetermine the eligibility of beneficiaries who are
eligible for SSI in the month before the month in which they
attain age 18, using the adult initial eligibility criteria,
during the one-year period beginning on a beneficiary's
18th birthday;!” and

° Conduct continuing disability reviews (CDRs):!®
— Not later than one year after birth for children whose
low birth weight is a contributing factor material to
the determination of disability;®
and
- Not less than once every three years for beneficiaries

under age 18 with impairments that are considered
likely to improve. At the Commissioner's option, SSA

'The Balanced Budget Act of 1997 extended the date by six
months, to February 22, 1998, and also provided that SSA could,
at any time, redetermine the case of any child if the Agency
discovered a child's case that should have been redetermined
under this section.

"The Balanced Budget Act of 1997 changed this provision.
The law now provides that SSA may perform an age-18
redetermination during the one-year period after the child's 18th
birthday or in lieu of a continuing disability review (see
footnote 18) whenever SSA determines that a case was subject to
redetermination.

®SsA periodically reviews the cases of all disability
beneficiaries to determine if their conditions have medically
improved to the extent that they are no longer eligible for ~
benefits, This review is known as a "continuing disability
review" (CDR).

The Balanced Budget Act of 1997 changed this provision.
The new law provides that the Commissioner may determine that a
CDR is not necessary at age one if the Commissioner determines
that the child has an impairment that is not expected to improve
by age one. .
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may also perform a CDR with respect to individuals
under age 18 whose impairments are unlikely to improve.

Finally, the legislation required the representative payee of a
child whose continuing eligibility is being reviewed to present
evidence at the time of the CDR that the child is, and has been,
receiving treatment that is considered medically necessary and
available for the condition that was the basis for providing SsI
benefits, unless SSA determines that providing such evidence is
unnecessary or inappropriate considering the nature of the
child's impairment(s}. If the representative payee does not
comply with this requirement without good cause, SSA may, if it
is in the child's best interests, suspend payment of benefits to
the payee and pay benefits to another payee, or to the child
directly.

On February 11, 1997, SSA published interim final regulations
with a request for comments 1mplement1ng most of the childhood
disability provisions of the PRWORA. Relying on express
statements of congressional intent,? the requlations interpreted
the statutory standard of “marked and severe functional
limitations” in terms of “listing-level severlty and emphasized
the importance of functional equivalence.?

“see 62 Fed. Reg. 6408 (1997).
“'see 62 Fed. Reg. at 6409, 6413 (1997).

?see 62 Fed. Reg. at 6409, 6413 (1997). For example, the
conferees stated:

The conferees intend that only needy children with severe
disabilities be eligible for SSI, and the Listing of
Impairments and other current dlsablllty determination
regulations as modified by these provisions properly reflect
" the severity of disability contemplated by the new statutory
definition. 1In those areas of the Listing that involve
domains of functioning, the conferees expect no less than
two marked limitations as the standard for qualification.

H.R. Conf. Rep. No. 725, 104th Cong., 2d Sess. 328 (1996),
reprinted in 1996 U.S. Code, Cong. and Ad. News 2649, 2716. The
House Report contains similar language. See H.R. Rep. No. 651,
104th Cong., 2d Sess. 1385 (1996), reprinted in 1996 U.S. Code,
Cong. and Ad. News 2183, 2444. The conferees also made
statements regarding the use of functional equivalence:

The conferees also expect SSA to continue to use criteria in

its Listing of Impairments and the application of other
determination procedures, such as functional equivalence, to
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However, as already noted, the regulations retained a number of
rules that resulted from the Zebley decision and other rules that
aid in effective adjudication of cases. For example, the new
rules continued to include consideration of the impact of a
child's impairment(s) on his or her functioning under the
listings and functional equivalence, somewhat expanded to permit
better evaluation of physical impairments, and stressed the need
to consider "other factors." In accordance with the statute's
mandate, the regulations alsoc deleted references to “maladaptive
behaviors” from the former personal/behavioral area of
functioning in the childhood mental disorders listings and
deleted the IFA.

Of the approximately one million children on the rolls, roughly
288,000 were subject to redetermination of eligibility under the
PRWORA. With the publication of the regulations, SSA estimated
that benefit eligibility after all appeals would end for a total
of 135,000 of these children.?

ensure that young children, especially children too young to
be tested, are properly considered for eligibility for
benefits.

The conferees recognize that there are rare disorders or
emerging disorders not included in the Listing of
Impairments that may be of sufficient severity to qualify
for benefits. Where appropriate, the conferees remind SSA
of the importance of the use of functional equivalence
disability determination procedures.

Nonetheless, the conferees do not intend to suggest by this
definition of childhood disability that every child need be
especially evaluated for functional limitations, or that
this definition creates a supposition for any such
examination. Under current procedures for writing
individual listings, level of functioning is an explicit
consideration in deciding which impairment, with certain
medical or other findings, is of sufficient severity to be
included in the Listing. Nonetheless, the conferees do not
intend to limit the use of functional information, if
reflecting sufficient severity and is otherwise appropriate.

H.R. Conf. Rep. No. 725, 104th Cong., 2d Sess. 328 (1996),
. reprinted in 1996 U.S. Code, Cong. and Ad. News 2649, 2716.

’see 62 FR 6417-6418, February 11, 1997.
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III. IMPLEMENTATION

A. Screening and Notification

Soon after the passage of the PRWORA, SSA identified
approximately 288,000 children who could potentially be impacted
by the new law. The Agency reviewed about 54,000 of their claim
files at its headquarters and identified over 28,000°" children
who could be found disabled under the new law, and for whom a
redetermination was unnecessary.z5 In November and

December 1996, SSA notified the families (or other payees) of
about 264,000 children that the children were potentially subject
to redetermination under the new law, as required by the PRWORA.
The notice was shared with advocates for comment prior to being
finalized.

#This number includes overt 23,500 cases that were
identified before any notices were sent and over 4,500 cases that
were still being reviewed when the notices were sent in November
and December 1996, and which were subsequently found to meet the
requirements of the new law. Thus, the number of children who
received notices was the difference between the original 288,000
identified and the first 24,000 children who were continued in
payment status, or 264,000 children.

**The 288,000 cases identified as potentially requiring
redeterminations included two groups of cases in which SSA
computer records did not show definitively whether the claims
should be redetermined. The first group included children who
had been found eligible by ALJs and for whom SSA's data did not
include coding of the basis of the allowance; for example,
whether the cases were allowed because of an IFA. The cases were
subject to redetermination only when review showed that they had
been allowed based on an IFA or based on maladaptive behaviors in
the former personal/behavioral area of functioning in the mental
disorders listings. The second group of cases had been allowed
at the listing level and involved four "maladaptive behavior
impairments" (attention deficit/hyperactivity disorder, conduct
disorder, oppositional defiant disorder, and personality
disorders). SSA reviewed this group to determine whether the
children would have been found to have impairments that met or
equaled a listing without consideration of maladaptive behaviors
in the former personal/behavioral area of the mental disorders
listings. If so, benefits were continued; if not, the cases were
sent to. the State agencies (also called Disability Determination
Services, or DDSs) for redetermination.
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B. Publication of Regulations and Other Instructions

SSA published the interim final regulations with a request for
comments in the Federal Register on February 11, 1997, within six
months of the passage of the PRWORA.?® The comment period ended
April 14, 1997. *"Interim final" means that the regqulations were
final rules that SSA implemented upon publication, as compared to
"proposed" rules, which cannot be used until they are published
as "final" rules. However, SSA may revise them in the future
after considering the public comments.

SSA received comments on the regulations from 174 individuals and
organizations. SSA is considering the comments and will respond
to them through the rulemaking process.

SSA also developed and issued operating manual instructions and
several temporary instructions to its Field Offices (FOs), the

DDSs, and the Office of Hearings and Appeals (OHA) in time for

the national training and implementation of the PRWORA.

. C. National Training

Given the changes outlined by the PRWORA, SSA conducted extensive
training for its employees and the DDSs before starting the
redetermination process. Upon publication of the interim final
regulations, SSA piloted nationwide training with 10 States using
the Interactive Video Teletraining (IVT) system. This four-hour
"train-the-trainer" session, presented on February 18, 1997,
featured a one-hour videotape and written materials (trainer and
student manuals). The presenters were experts from SSA
headquarters in Baltimore, Maryland, including some who were
intimately involved in the writing of both the current
regulations and the prior rules. The 10 States then participated
in the Centralized Implementation Review described below under
Monitoring and Evaluation.

After the Centralized Implementation Review, SSA revised the
training based on its findings. On March 18, SSA conducted

**It should be noted that the PRWORA provided that the SSI
provisions affecting children were to be implemented immediately,
even though regulations had not been promulgated. Since SSA
adjudicators need regulations and operating instructions in order
to process cases, the Agency adjudicated only those new claims
that were not affected by the PRWORA and held other claims until
the interim final regulations were published and all adjudicators
were trained. It should alsoc be noted that, under the statute,
redeterminations could not be processed until potentially
affected children and their families were notified, and the
notices were not sent until November and December, 1996.
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nationwide training on the revised rules and procedures, again
over the IVT and with the same presenters, to trainers in all
DDSs, OHA, and all SSA quality assurance (QA) review components.
Also observing were a number of advocates for children with
disabilities. Shortly afterwards, all DDS examiners and medical
staff, OHA administrative law judges (ALJs) and staff, the
Appeals Council, QA reviewers, and all other affected SSA staff
completed training.

D.

. . ; luati

From the beginning of the implementation, SSA planned a number of
steps to attempt to provide continuous, timely guidance to
adjudicators in the DDSs, QA components, and OHA.

Centralized Implementation Review

After their pilot training in February, the 10 participating
DDSs used the new rules to decide over 700 cases, which were
then sent to Baltimore for review. DDS examiners and
medical consultants from the participating 10 States, SSa
Regional Office (RO) reviewers from each of the 10 regions,
including QA reviewers, and ALJs came to SSA headquarters to
review and discuss the claims, the policy, and the training.
This in-depth review enabled SSA to identify areas of policy
that may have been subject to misinterpretation early in the
adjudicative process and to greatly improve subsequent
training before implementation began. It also enabled
adjudicators and quality reviewers representing each of
SSA's 10 regions to carry a consistent understanding of
proper adjudication back to their home components while
providing SSA with insight about what was needed to clarify
the training.

Early Information Systems Reviews

After the national training, each of SSA's 10 RO disability
guality branches (DQBs), which perform the reqular QA
reviews of States within their jurisdiction, implemented
"early information systems" (EIS) reviews of DDS
determinations. The EIS reviews were in addition to the
regular QA reviews.

Although not as statistically valid or precise as SSA's
regular QA reviews, the EIS has become a standard Agency
practice since it helps to alert management quickly to
potential problems in a DDS's application of new disability
policy and procedures.
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Quality Assurance Reviews

Throughout the implementation period, SSA has conducted
regular QA reviews of continuance and cessation decisions to
determine performance accuracy.?’ Error rates are measured
in terms of the number of cases reviewed that are returned
to a DDS for corrective action.?”® While some errors are, in
fact, incorrect decisions, cases are most frequently
returned to correct deficiencies in documentation that may
or may not result in a change in the decision itself.

SSA's regulations provide a threshold for performance
accuracy of 90.6 percent. The overall national accuracy
rates for childhood disability redeterminations for the
period June-October, 1997, were 91.5 percent for
continuances and 93.4 percent for cessations. (In fiscal
year 1996, the accuracy for new childhood claims was about
95 percent for both allowances and denials.)

Whenever a quality problem is detected in a DDS, samples are
increased for that DDS to assure that any problem is being
addressed. SSA is currently reviewing an additional total
of 1,000 cases per month taken from 13 States.

Whenever QA data raises issues about DDS practices, SSA
takes action to address them. This summer, SSA RO staff
conducted extensive discussions with DDS administrators,
examiners and medical consultants about quality findings.?’
SSA and DDS personnel also participated in numerous meetings
and conferences where issues in childhood redeterminations
were discussed. SSA also conducted case reviews and
training during onsite visits to the States.

Other case reviews
SS8A has conducted a number of case reviews to address

. various problems or concerns that have arisen during the
processing of cases. For example, the Agency:

2"'Scaparate samples are drawn for each type of determination.

*Under SSA regulations, low decisional quality means

accuracy below 90.6 percent. See 20 CFR § 416.1043(d4).

“For example, RO staff in all 10 regions have visited DDSs

within their jurisdiction to do case workshops, review problem
cases, and to discuss quality issues. Twenty=-six DDSs have been
visited by RO staff for this purpose. RO staff have also
discussed quality issues with virtually all States by conference
call and in regional meetings.
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— Studied a group of cases from States that had high, low,
and average continuance rates to see whether there were
obvious differences in adjudication or clear errors to
account for different rates of favorable determinations
among the States.

— Studied cases that had been ceased because of a "failure
to cooperate.”

— Studied cases to address concerns that, in an effort to
meet the original August 22, 1997, deadline for
completing the redeterminations, the DDSs overused
consultative examinations, obtained substandard
consultative examinations and failed to obtain evidence
from schools.

E. Public Information Actijivities

At the national, regional and community levels, SSA worked to
inform affected individuals, public agencies, legal aid
organizations, advocates for the disabled and the general public
about the changes in the SSI rules for children. SSA has worked
to keep them informed about the implementation of the PRWORA and
other issues, such as the right to appeal and the right to
request benefit continuation.

Presentations were made at meetings and conferences of major

organizations, such as the Children's Defense Fund, the Child
Welfare League and the Council for Exceptional Children. SSA
staff answered gquestions at conference exhibits and provided

timely information to children, parents and caregivers.

SSA has also engaged in a regular dialogue with advocates for
children with disabilities and has been involved in numerous
activities to investigate, correct, and respond to allegations
and concerns they have raised about problems they have perceived
in the implementation process. These advocates include '
representatives of The Joseph P. Kennedy, Jr., Foundation, The
American Bar Association's (ABA's) "Children's SSI Project," The
Arc of the United States (formerly The Association for Retarded
Citizens), The Bazelon Center for Mental Health Law, The SSI
Coalition for a Responsible Safety Net, and Community Legal
Services of Philadelphia.

Informational mailings were sent to governors of all States and
to the leaders of major disability organizations. Information
about childhood disability was posted to SSA's Internet web site,
including information about free legal services offered by the
ABA's "Children's SSI Project." RO and FO staff have appeared on
local cable television, and conducted seminars for State and
local governments, local school systems, and the teachers and
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parents of children in special education classes. SSA's Press
Office continues to provide information to the media to inform
the public about their rights and SSA's progress in implementing
the law.

F. Processing of Cases

Full implementation of the PRWORA began after initial notices
were sent to affected families, new regulations and operating
instructions were published, and adjudicators were trained.
Beginning in March, 1997, SSA FOs began contacting families to
get current information about their children to help the Agency
decide whether eligibility continued. Families were interviewed
to obtain information about their children's current medical
conditions, sources of medical treatment, and other information,
such as information about the schools the children attended.

The FOs then forwarded this information to the DDSs, which then
developed current medical and functional evidence and
redetermined the cases. In some cases, FOs and DDSs recontacted
the families before the redetermination was completed. For
example, DDSs recontacted some families to schedule consultative
examinations or to find out more information from parents about
their children. FOs also recontacted some families, especially
those that did not respond to a letter or phone call asking them
to come in for an interview. These are standard procedures
followed in all cases, including initial claims.

Basic data on redeterminations. By November 1, 1997,%° SSA had
reviewed the claims of over 263,000 of the 288,000 children who
were potentially subject to redetermination under the PRWORA and
redetermined the claims of about 235,000 children at the initial
level of review. Almost 93,700 (about 40 percent) of the initial
redeterminations continued eligibility, while over 141,300 {about
60 percent) found that the children were no longer disabled under
the new law. After counting those continuances that were
accomplished without a formal redetermination and the cessations
that had been reversed on appeal by November 1, about 127,500
children have had their eligibility continued and about 135,800
have had their eligibility ceased.

SSA initially estimated that 135,000 children would lose
eligibility after all appeals as a result of the PRWORA and 1ts
implementing regulations. Although SSA has already determined
that 135,800 children do not have impairments that meet the new
definition of disability, this figure represents only initial
determinations. On appeal to the reconsideration and ALJ hearing

®ror consistency, data through November 1, 1997, have been
used throughout this report.
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levels, some children will likely have their eligibility
reinstated. There are a variety of reasons for this, including
that appeals provide the claimant with an opportunity to present
new evidence and to be seen and questioned, as appropriate, by
the decisionmaker.

An initial determination has been made in approximately
93 percent of the redetermination workload. At the present rate,
the remaining cases should be completed by the early 1998.

In earlier discussions with representatives of the advocacy
organizations, SSA made a commitment to review any allegedly
"egregious" cases that are brought to the Agency's attention. A
small number of such cases (fewer than 50) have been submitted
and are now under review.

Initial Determination and Appeal Rights and Benefit Continuation.
All children whose cases were redetermined and their families or
other representative payees received notices explaining the
disability determination. If the determination was that
disability continued, eligibility simply continued. However, if
the determination was that eligibility ended under the new law,
the notice provided information about how to appeal the
determination and, importantly, how to request that benefits
continue during the appeals process. In developing these
notices, SSA sought comments on the draft notices from some
leading advocates for the rights of disabled children and revised
the final notices to reflect a number of their comments.

Throughout the notification and redetermination process, when
concerns wWere raised about the clarity of information, SSA
responded with revised instructions and retraining. These
changes were made over time as case processing proceeded;
therefore, children who were found ineligible earlier in the
process may not have received the same explanations as those who
were found ineligible later in the process.

Under SSA regulations, claimants have 60 days from the date they
receive the notice explaining the determination to request a
"reconsideration” of their initial determinations. However, to
request benefit continuation in cases in which SSA makes a
determination that a child's impairment(s) has ceased, does not
exist, or is no longer disabling (a medical cessation
determination), claimants must make a separate request no later
than 10 days after the date they receive the notice. 1In both
cases, SSA rules permit exceptions for "good cause." Claimants
who do not appeal within 60 days or request benefit continuation
within 10 days can still appeal or continue to receive benefits
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during appeal if they show a good reason under SSA's rules for
failing to meet either of the deadlines.®

Although claimants can request that benefits be continued during
the course of the appeal, the statute provides that the payments
made during the appeal are an overpayment that is subject to
repayment if the child is ultimately found to be not disabled
under SSA's rules. However, under the applicable statute and
regulations, a claimant who asks for waiver of repayment of the
overpayment and who appeals in good faith is entitled to waiver
consideration. SSA assumes that the appeal was made in good
faith unless the individual fails to cooperate in connection with
the appeal. If the individual has cooperated during the
processing of the appeal and needs substantially all of his or
her current income and resources to meet ordinary and necessary
living expenses, or the other criteria for waivers apply, SSA
will waive recovery of the overpayment. Because limited income
and resources are a requirement for SSI eligibility, most
claimants who appeal in good faith and request waiver are not
required to repay their overpayments.®

Reconsideration of the Initial Determination. Like the initial
redeterminations, reconsiderations are also made in the DDSs, but
by different decisionmakers. Unlike the initial
redeterminations, the reconsideration may include two steps,
including a face-to-face disability hearing. First, a special
reconsideration staff in the DDS does a "paper review" of a case
to determine whether the child can be found eligible based on the
information in the case file. This staff may request new
evidence, including CEs, just as at the initial stage.

If the determination on "paper review" is favorable to the child,
the process ends and the child's eligibility is continued. :
However, if on paper review eligibility cannot be continued, the
case is referred to a Disability Hearing Officer (DHO) who will
provide the claimant with an opportunity for a face-to-face
disability hearing. Even if the claimant does not request a
face-to-face disability hearing, the DHO will review the claim
and issue the reconsideration determination. The DHO may also
reguest new evidence, including CEs. '

To date, few reconsideration determinations have been made.
Current data show that out of nearly 68,000 requests for
reconsideration, only about 9,300 reconsideration determinations

*'see 20 CFR §§ 416.996(c) (2) and 416.1411.

“See section 1631(a) (7) (B)(ii) of the Act; 20 CFR
§ 416.996(g) (2).
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have been issued. The chart on the next page shows the results
of reconsideration determinations as of November 1, 1997.

31



Reconsiderations of

Childhood Disability Redeterminations

As of November 1, 1997
Requests for Reconsideration 67,946

Considered at "Paper Review" 38,392
First step of reconsideration process.

Continued on Paper Review 4,644
12.1 percent _

Cases cannot be ceased at the first step of (of
cases
the reconsideration process.

considered)

Still Pending Paper Review 29,554

Cases Sent to Disability Hearing Officer 33,748
(DHO) Second step of reconsideration
process.

DHO Reconsideration Determinations 4,632

as of November 1, 1997

Continued 792 17.1 percent
(of cases
considered)
Ceased 3,840 82.9 percent
~ Still Pending DHO Determination 29,116
Total Reconsideration Determinations 9,276

(Paper Review and DHO)

Continueds 5,436
58.6 percent
Ceased 3,840

41.4 percent
* Continuance rate data are too early to predict final results.

If the same results of paper reviews and disability hearings
continue through all reconsideration determinations, the
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continuance rate at the reconsideration level would be 27.1 percent.
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Appeals After Reconsideration. If a claimant is dissatisfied
with the reconsideration determination, he or she may appeal to
the next level, which provides opportunity for a hearing before
an ALJ.”® cClaimants again have 60 days from the date they
receive the reconsideration notice in which to appeal, and

10 days from the date they receive the notice in which to choose
to continue to receive benefits pending the ALJ's decision, with
provision for good cause for later filing.?® claimants who
received benefit continuation at reconsideration must make
another election to receive benefit continuation at the ALJ
hearing level. Claimants who did not request benefit
continuation during their appeals for a reconsideration may still
request benefit continuation at the time they ask for an ALJ
hearing. Very few cases have reached this level of appeal.

When a Child Loses Eligibility. Under the PRWORA, no child lost
eligibility for cash benefits before July 1, 1997, even if the
redetermination was made before that date. Alsc, the amendments
in the Balanced Budget Act of 1997 provided for continuing
Medicaid eligibility for children who lose eligibility for SSI as
a result of the new definition of disability for children
contained in the PRWORA.

G. c cteristics.

Mental disorders are the most frequent basis for finding children
eligible for SSI. Most children (77 percent) who were subject to
redetermination were diagnosed with a mental disorder. About
30 percent of the children subject to redetermination were shown
in SSA's data with the diagnostic code for mental retardation.

¥claimants may also elect not to have a hearing and to
receive a decision from an ALJ based only on the evidence in the
case file. Most claimants ask for a hearing.

" ¥Benefit continuation in these cases is based on the
provisions of section 1631(a)(7) of the Act. Statutory benefit
continuation offered in cases involving a medical cessation
determination differs from benefit continuation offered in other
cases. Under the statute and SSA's regulations,

20 CFR § 416.996(b), a claimant must elect to receive statutory
benefit continuation, and continued benefits can be paid through
the month before the month of the ALJ's decision. Benefit
continuation in other cases based on 20 CFR § 416.1336
("Goldberg-Kelly" benefit continuation) is made automatically if
the claimant files the appropriate appeal within 10 days after
the date he or she receives the notice, without a separate
election, unless the claimant declines benefit continuation.
However, benefits may be paid only through the first level of
appeal, a much shorter period of time.
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In addition, because impairments involving the consideration of
maladaptive behaviors in the perscnal/behavioral area of
functioning were a primary focus of the redeterminations under
the PRWORA, another 30 percent of the children who were subject
to redetermination had one of the primary disorders that are most
likely to be accompanied by maladaptive behaviors.

" Among the other impairments (23 percent), the most common are:

® Asthma—about 2,300 subject to redetermination (less than
cne percent of the redeterminations},

® Epilepsy—about 1,700 subject to redetermination (less than
one percent of the redeterminations),

L] Cerebral palsy—about 1,500 subject to redetermination (less
than one percent of the redeterminations), and

® Other nervous system disorders—about 1,250 subject to
redetermination (less than one-half of one percent of the
redeterminations).

The vast majority of eligible children who have these impairments
were allowed under the listings and were not subject to
redetermination under the PRWORA. Many of the relatively small
number of children with these other impairments who were
originally allowed based on an IFA had less serious forms of
their impairments than children with the same impairments who
were found disabled under the listings.® All children who were
allowed based on an IFA, including children with these disorders,
were subject to redetermination under the PRWORA.

H. Summary of Issues.

The remainder of this report presents discussions of the key
issues surrounding the following subjects and the steps SSA plans
to take to address them.

1. Cessations of eligibility of children who are shown in SSA
records as having mental retardation.

**However, even among the redeterminations, many of these
children are being found still eligible. The continuance rates
are as follows: Asthma, 24 percent; epilepsy, 45 percent;
cerebral palsy, 64 percent; other nervous system disorders,

58 percent. SSA expected that more than a third of all the
children subject to redetermination would simply have improved to
the point at which they were no longer disabled. Also, many of
the mental and physical impairments in this group of children are
expected to improve with treatment and the passage of time.
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2. Quality of case processing.

3. Failure of some claimants to appeal cessation determinations
or to request benefit continuation during appeal.

The following sections address each of these issues. At the end
of each section are "Next Steps"—a list of plans the Agency has
to address the issues when action is necessary.

In some cases, the next steps involve reviews of cases that were
previocusly decided in the States, and potential reopening and
revision of prior determinations. Before any actions to review
and, if warranted, to reopen cases are taken, SSA will first
provide additional training and necessary written instructions to
its adjudicators in the areas in which problems were found. The
training and instructions will reemphasize the correct
application of current policies and procedures in the appropriate
areas. SSA will continue to ensure that there is appropriate QA
review of the issues and continue to take corrective action on
these or any other issues if they are found.
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THE ISSUES
ISBUE #1

MENTAL RETARDATION

Background

Mental retardation (MR) is a mental disorder characterized by
significantly subaverage general intellectual functioning (e.g.,
as shown by a valid IQ of 70 or below) accompanied by significant
limitations in adaptive functioning.?® Cchildren who do not
exhibit both of these characteristics cannot be classified as
having MR.

Of the approximately one million children on the rolls in
December, 1996, 407,000 were shown with SSA's diagnosis code for
MR. The vast majority of these children (80 percent) were not
subject to a redetermination because they have impairments that

**see, e.g., the Diagnostic and Statistical Manual of Mental
Disorders, Fourth Edition (DSM-IV), of the American Psychiatric
Association (1994): "The essential feature of Mental Retardation
is significantly subaverage general intellectual
functioning . . . accompanied by significant limitations in
adaptive functioning . . ." (DSM-IV, p. 39). Also, Mental
Retardation: Definition, Classification, and Systems of
Supports, 9th Edition, American Association on Mental
Retardation, 1992 (the AAMR manual): "Mental retardation refers
to substantial limitations in present functioning. It is
characterized by significantly subaverage intellectual
functioning existing concurrently with related limitation in two
or more . . . adaptive skill areas . . ." (AAMR manual, p. 1).
Similarly, the Manual of Diagnosis and Professional Practice in
Mental Retardation, " ed. John W. Jacobson and James A. Mulick,
American Psychological Association (1996), p. 13 (the APA
manual).

Adaptive functioning refers to how effectively individuals cope
with common life demands and how well they meet the standards of
personal independence expected of someone in their particular age
group . . ." (DSM-IV, p. 40). There is also a requirement that
MR must first be manifested during the "developmental period,"
defined as prior to age 22 in the APA manual and SSA's adult
mental disorder listings, and prior to age 18 in other
authorities, including the DSM-IV and AAMR manual. However, the
children discussed in this report are all individuals who have
‘not attained age 18..
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meet a listing. Once a child is properly classified with MR, SSA
will generally find the child disabled under the listings if:

a. The child's IQ is 59 or below,’ or

b. The child's IQ is in the range of 60 to 70 (considered
a "marked" limitation in cognition) and the child has a
second "marked" limitation of functioning in another
area of functioning (e.g., social functioning) because
of MR, or

c. The child's IQ is in the range of 60 to 70 and the
child has another physical or mental impairment (in
addition to the MR) that causes an additional and

"significant" limitation of function.”  "Significant"
in this case does not mean "marked" but something more
minor.

The 80 percent of eligible children whose MR meets a listing
(over 325,000 children) were not affected by the PRWORA, and
their cases were not reviewed as part of the redetermlnatlon
process. The remaining 20 percent, approx1mately 79,500
children, were subject to a redetermination because they were
originally found eligible based on an IFA.

Concerns:

Concerns center around two issues: The precision of SSA's coding
data and whether the redeterminations were being made correctly.

A substantial number of children have been found ineligible who
have a primary diagnosis code for MR. However, the MR code has
been used for other 1mpa1rments since it was first established.
This is because SSA requires its DDS adjudlcators to enter a
diagnosis code into the computer system in all cases but does not
have codes for all possible impairments. In such cases, SSA
instructs its adjudicators to choose a code for a "closely

YListing 112.05cC.
*Listing 112.05E.

*Listing 112.05D. In addition, listings 112.05A, 112.0SB,
and 112.05F provide criteria for adjudicating cases in which the
results of standardized intelligence tests are unavailable (such
as when a child's young age or condition precludes formal
standardized testing) or in which a child has "markeg@"
limitations in two areas of functlonlng regardless of whether
scores on standardized tests fall within the precise ranges in
the listings.
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analogous" impairment. Accordingly, SSA Kknows that many of the
children who eligibility was ceased on redetermination did not
have MR, and were never thought to have had it, even though they
were, and perhaps still are, included in the MR data.

The MR code was often used for two other disorders. First, many
children allowed under the IFA had what is called a "learning
disability" or "learning disorder."'® SSA instituted a code for
this group of disorders in February, 1994, but before that most
of these children would have been assigned the code for MR;
undoubtedly, many of these children received the MR code even
after SSA instituted the new code.

The second disorder frequently coded as MR is called "borderline
intellectual functioning” in the DSM-IV.*' This diagnosis is
given to children who have IQs from 71-84 (between one and two
standard deviations below the mean) and who do not have the
significant deficits of adaptive functioning required for a
diagnosis of MR.‘? SSA recently instituted a code for borderline
intellectual functioning to better identify this group of
children.*

There is also concern that the eligibility of children who have
MR is being ceased incorrectly.

‘““The most commonly used tests of intelligence typically
yield more than one IQ score, testing various aspects of
intelligence; for example, verbal IQ, performance IQ, and a
composite, full scale IQ. SSA policy is to use the lowest score.
Many children who do not have MR, especially children with
learning disabilities, will have one IQ score in the 60-70 range,
even though they do not have MR.

‘IThe DSM-IV does not recognize borderline intellectual
functioning as a mental disorder (DSM-IV, p. 684) but SSA does
because it is an abnormality in cognition that can be
demonstrated by medically acceptable laboratory techniques; i.e.,
standardized intelligence tests.

It is possible for a child with an IQ score greater than
70, in the range defined by borderline intellectual functioning,
to have MR. The critical factor is whether the child has
significant deficits in adaptive functioning. (Also, see
footnote 37, concerning children with IQ scores of 70 or below
who do not have MR.)

*on October 10, 1997. SSA expects that, as with any such
coding change, there will be a learning curve before adjudicators
use the code in all cases to which it applies, so it should be
- some time before there are data based on the new code.
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L First, there is concern that the eligibility of children
with IQs in the range of 60 to 70 is being ceased
erroneously because of misapplication of the listings. The
concern is that many children with MR who have IQs in the
range of 60 to 70 who also have other impairments that are
"significant" should be found to have impairments that meet
listing 112.05D, but that adjudicators may be overlooking
this listing.*

L Second, there is concern that the eligibility of children
with MR who have IQ scores above 70 is being ceased because
of adjudicator failure to consider the range of error
inherent in all test scores, called the Standard Error of
Measurement (SEM).*

SSA believes that in most cases that are ceased and that show the
code for MR, the children do not have MR.

In addition, some children who were accurately diagnosed as
having MR properly lost eligibility. This can happen for two
reasons supported in the MR literature. First, some children who
were correctly diagnosed with mild MR do not have functional
limitations severe enough to meet or equal (including
functionally equal) a listing.'® SSA does not believe that there
are many children who fall into this category; however, the

“Advocates have submitted nine cases to illustrate
"egregious" errors in evaluating children who are alleged to have
mild MR. However, reviews by experts in SSA headquarters show
the same tendency among the advocates as alleged among
adjudicators to accept IQ scores without considering the other
criteria necessary to establish the diagnosis of MR. In seven of
the nine cases, the children did not have MR, despite having at
least one IQ score of 70 or below. In the two remaining cases of
confirmed MR, eligibility had already been continued on
reconsideration.

*“The SEM is a method of expressing the reliability of a
test score in terms of a range. For example, for one SEM, an IQ
of 70 may be considered within a range of 65 to 75 (plus or minus
five points) with a known degree of confidence. Thus, in effect,
some children with IQ scores above 70 may have cognitive
functioning
consistent with an IQ of 70 or below, just as some children with
scores of 70 or below may have cognitive functioning consistent
with an IQ above 70. SEMs vary from test to test and even within
tests that take more than one measurement.

‘*See, e.g., the APA Manual, Appendices to Chapter 1, pp.
39-53.
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Agency plans to track this group. Second, the diagnosis of MR is
not necessarily lifelong in every case. With supports and
interventions, some children who were once classified as having
MR may no-longer have the level of impairment required for a
diagnosis of MR."

What the Data Show
1. Basic data.

SSA sent notices to about 79,500 children whose cases had the
code for MR explaining that their cases would be redetermined.

As of November 1, 1997, SSA had redetermined 73,950 (93 percent)
of the 79,500 cases. SSA determined that eligibility continued
under the new standards in about 31,525 (43 percent) of these
cases, and that eligibility did not continue in about 42,425

(57 percent) of the cases.

2. Changes in diagnostic codes.

Significantly, of the 42,425 cases ceased, 24,720 (58 percent)
were not diagnosed with MR at the time of cessation. 1In about
9,460 of the cases in which the diagnosis code changed (almost
40 percent of the 24,720), the original MR code was changed to
the code for learning disability at cessation.

In addition, central case reviews have shown that many cases
involving borderline intellectual functioning were coded for MR.
As a result, it is not known how many children whose cases
originally had the code for MR, or whose cases had the code for
MR at cessation, actually exhibited borderline intellectual
functioning.

In contrast to the children whose eligibility ceased, 79 percent
of the children originally showing the code for MR whose
eligibility was continued on redetermination retained the code
for MR. This shows that children who retained the diagnosis of
MR were significantly more likely to be continued than those who
did not.

3. Age.

Whether the MR diagnosis code changed or not, the younger the
child, the more likely these children were to be continued.
Children five years old and younger were continued at a

61 percent rate. This compares to continuance rates of

47.3 percent for children ages six to 11, 41.5 percent for

‘'see, e.g., the AAMR manual p. 18, and DSM-IV, p. 44.
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children ages 12-15, and 28.6 percent for children ages 16 and
17.

4. QA Data.

QA data show that the return rate for MR continuances is slightly
lower than the return rate for all redetermination
continuances.‘®

QA data also -indicate that the return rate for MR cessations is
slightly higher than the return rate for all redetermination
cessations, although it is above the 90.6 percent accuracy
threshold for quality in the regulations.

Findi .

1. SSA data and internal studies demonstrate that in a large
number of cases with the code for MR, the children did not
have MR, and were never thought to have MR, but were only
shown in SSA's records with this diagnosis code. These
claims were significantly more likely to result in cessation
than claims of children who retained the code for MR at the
time of the redetermination.

2. OA data show that cessations of cases with the code for MR
have documentational and decisional deficiencies. This
means that, regardless of the correct diagnosis, the
eligibility of some children with the code for MR was
potentially ceased incorrectly.

3. Although this report addresses only redetermination cases,
many of the same problems in findings 1 and 2 exist in the
cases of children whose claims were adjudicated after
enactment of the PRWORA and who were denied.

4. Cases with a valid IQ of 60 through 70 may include some
children with MR whose eligibility should have been
" continued or established. Cases with valid IQs from 71 to
75 include the upper end of one "standard error of
measurement" on several of the most commonly used cognitive
scales and may include some children with mild MR who could
meet the definition of disability.

**As already noted in the discussion of QA earlier in this
report, the fact that a case has documentational deficiencies
means only that it does not have sufficient evidence to support
the determination. It does not necessarily mean that the
determination will be changed when additional evidence is
obtained.
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Actions to Date:

S5SA issued a DDS Administrators' Letter on August 28, 1997,
highlighting several important points for adjudicators to’
remember when interpreting the results of standardized
intelligence tests in childhood disability cases.

SSA established a separate code for children with borderline
intellectual functioning.

Next Steps:

1.

For all DDSs, there will be a review of:

a. All cases of children whose eligibility was ceased at
the initial level under the PRWORA and that show the
code for MR, and

b. All denials of initial applications adjudicated on or
after August 22, 1996, that show the code for MR.

In general, the review will be a two-stage process.

i. A review of the case file to determine whether all
necessary documentation is present, that the
determination was correct, and that the proper
diagnosis code was used. If it is determined that
a different code should have been used (or if the
new code for borderline intellectual functioning
should now be used), the code will be revised and
no further action will be taken.

ii. If deficiencies are found in a determination
(either documentational or decisional), the case
will be reopened, developed as necessary, and the
determination revised if appropriate.

However, all cases of children with the code for MR and who
have a valid IQ score of 75 or below that were ceased on
redetermination or denied on or after August 22, 1996, based
on an initial application will be reopened, developed as
necessary, and receive a revised determination, if
appropriate. Although the diagnosis of mild MR in and of
itself does not indicate that benefits should be continued,
these claims should be reviewed to ensure accurate
determinations.

Before beginning the reviews, $SA will provide additional
training to its adjudicators addressing the issues regarding
the evaluation of MR raised in this report. The training
will consider what SSA has learned from all of the efforts
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leading up to Commissioner Apfel's top-to-bottom review,
including data analysis, study results, and other case
reviews, to ensure an effective refresher training program
and meaningful review of the cases.



ISSUE #2

QUALITY OF CASE PROCESESING

Background

SSA's primary concern is whether its determinations are correct;
there was no ideal rate of continuance or cessation which all the
States were expected to achieve. However, when wide variations
in rates appeared, the Agency investigated reasons for the
variations. SSA examined the differences in case characteristics
among State workloads to see how these factors impacted results,
the quality of case development procedures, and the overall
accuracy of determinations.

I. REGRESSION ANALYSIS

Regression analysis can show if differences in case
characteristics can help explain the differences in
redetermination continuance rates among the States. With a
regression analysis, SSA can identify the characteristics of
cases that are associated with the finding of continuing
eligibility and produce a mathematical formula that can be used
to predict the likelihood of a continuance based on the
characteristics of each case. The mathematical formula allows
for comparisons of different State workloads by adjusting for
differences in the characteristics of cases in each State's
workload. To the extent that not all case characteristics or
other factors accounting for variation in outcome are known or
tracked, regression analysis will be unable to explain all of the
variations.

SSA's administrative records were used to identify case
characteristics for the regression analysis. Examples of such
case characteristics included:

The child's age at the time of redetermination,

The child's impairment at the time of the original award,
The year of the original award,

The adjudicative level of the original award, and
Whether the original award was based on an IFA.

In addition to these case-specific characteristics, SSA included
two other variables that might affect outcomes:

1. The proportion of children in each State at or below

200 percent of the poverty level who were receiving SSI
disability payments, and

45



2. The proportion of children in a State who were required to
have their SSI eligibility redetermined.

During the years following the Supreme Court ruling in Zebley,
filing and award rates varied substantially among States. The
first variable has been shown to account for differences among
States in their original awards of SSI childhood eligibility.
The second variable considers the fact that some States often
used IFAs as the basis of award, even when children could have
been allowed based oh meeting or equaling one of the listings.
These States tended to have a higher proportion of the SSI
children subject to redetermination. They would also be expected
to have higher redetermination continuance rates because many of
the children had more severe impairments when they were first
found eligible than children in other States who were found
eligible based on an IFA.

Once the formula was developed, the characteristics of each
State's redetermination workload were evaluated by the formula
and an "expected" continuance rate was predicted for each State.
The "expected" continuance rate and the actual continuance rate
for each State were then compared to determine how much of the
difference between a State's actual continuance rate and the
national continuance rate was accounted for by case
characteristics evaluated in the regression formula.

The results of the analysis were that the differences in case
characteristics among States definitely led to a difference in
expected continuance rates. For many States, much or all of the
difference between the individual States' continuance and
cessation rates and the national continuance and cessation rates
was accounted for by case characteristics considered in the
regression analysis. However, there were differences in results
among States in processing the redeterminations that were not
explained by the regression analysis or QA data. It is unknown
whether limitations in the variables available for the analysis
would account for the unexplained differences or whether other
factors not identified in this analysis contribute to the
unexplained differences.that the differences in case
characteristics among States definitely led to a difference in
expected continuance rates among the States.

This was to be expected because of the limitations in the number
of variables used in the formula. The ability of any statistical
approach to predict outcomes depends upon its ability to
accurately measure the Kkey factors associated with the result
being predicted. However, one of the key factors in assessing
childhood disability—the severity of the child's impairment(s)
and the resulting functional limitation(s)—is not available in
5SA's automated administrative records. Lacking this data, SSA
could not expect the statistical approach to be very precise in
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predicting which children would be found to have continuing
disability.

Despite these limitations, the national formula provides useful
insights into the variability among State continuance and
cessation rates. The two charts on pages 40 and 41 show the
results of the regression analysis together with QA data for each
DDS. 1In the first chart, the States are ranked by continuance
accuracy; in the second, by cessation accuracy. The second,
third, and fourth columns show data for the regression analysis.
The second column shows each State's actual continuance rate.®®
The third column shows the State's "expected" continuance rate
based on the regression analysis. The last column shows the
difference between the actual and expected continuance rates and
should be read as a percentage; for example, "0.04" means the
State's continuance rate was four percent higher than "expected"
from the regression analysis, while "-0.04" means the State's
continuance rate was four percent lower than "expected" from the
regression analysis. The charts show that in both cases there is
no correlation between a DDS's accuracy rating and whether its
rate of continuance was higher or lower than "expected" based on
the regression analysis.

Eey Findings:
1. Since the regression analysis produced different "expected"

rates based on the characteristics evaluated, differences in
continuance and cessation rates among States are to be
expected.

2. For many States, much or all of the difference between the
© individual States' continuance and cessation rates and the
national continuance and cessation rates is accounted for by
case characteristics considered in a regression analysis.

3. There are differences in results among States in processing
redeterminations that are not explained by the regression
analysis or QA data. It is unknown whether limitations in
the variables available for the analysis would account for
the unexplained differences or whether other factors not
identified in this analysis contribute to the unexplained
differences.

“This applies to the second table as well. Even though the
States are ranked by cessation accuracy, the purpose of the
analysis was to determine whether differences in continuance
rates could be explained by case characteristics.
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CHILDHOOD REDETERMINATIONS

Ranked by CONTINUANCE Accuracy

QA Actual Expected Difference
Continuances: Continuance Continuanc
e
Accuracy Rate Rate Rate
Montana 100.0 0.23 0.55
-0.32
Missouri 100.0 0.29 0.42
-0.12
Oklahoma 100.0 0.26 0.29 -0.03
Rhode Island 100.0 0.34 0.42
-0.08
Vermont 100.0 0.47 0.43
0.05
Texas 100.0 0.22 0.42
-0.20
Oregon 100.0 0.62 0.45
0.17
Alaska 100.0 0.47 0.63
-0.16 g
Maine 99,3 0.44 0.44
0
Utah 99.1 .41 0.49 -0.09
Massachusetts 99.0 0.50 0.44
0.07
Hawaii 88.9 0.67 0.36
0.31 :
Ohio 98.6 0.39 0.39 0
Wisconsin 98.6 0.39 0.38 0.02
Georgia 98.5 0.33 0.29
.04
Indiana 97.8 0.40 0.47
-0.07
Connecticut 97.6 0.48 0.52
-0.04
Iowa 97.4 0.24 0.47 - -0.23
Minnesota 97.3 0.64 0.55 0.09
Arkansas 897.2 0.25 0.29 -0.04
Wyoming 97.2 0.48 0.55 -0.07
New Hampshire : 97.1 0.40 0.35
0.05
Illinois 97.1 0.28 0.40
-0.12
Washington 96.9 0.54 0.52
0.03
Tennessee 96.2 0.29 0.33 -0.05
West Virginia 95.9 0.36 0.37
-0.02
Delaware 95.6 ) 0.53 0.33 0.20
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Arizona
0.12
Maryland 95.3
Alabama
0.01
Florida
0.03
Mississippi
-0.06
Kentucky 93.8
North Dakota
-0.04
North Carolina
0.03
California
0.14
Nevada
0.19
Virginia
-0.05
Colorado
0.10
South Carolina
~0.05
Kansas
-0.28
Dist Columbia
0.28
Nebraska 87.7
South Dakota
0.22
Louisiana 86.1
Michigan
0.12
Idaho
- -0.18
New York 80.9
New Mexico
: -0.06
New Jersey
0.21
Pennsylvania
0.16
NATION
0

93.9

0.59
93.8

-93.4
92.5
92.3
91.3
91.2

90.7
88.1
87.7
0.34
87.3
85.4
81.5

0.39
80.8

80.7

69.0

91.5
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CHILDHOOD REDETERMINATIONS

Ranked by CESSATION Accuracy

QA
Difference
Cessation:
Accuracy Rate
Hawaii 100.0
0.21
ILouisiana 99,2
New Hampshire 98.7
0.05
Vermont 98.6
0.05
Minnesota 98.5
North Dakota 98.4
-0.04
Nevada 98.3
0.19
Connecticut 98.2
-0.04
Delaware 98.0
South Dakota 97.8
0.22
Arizona 97.8
0.12
Montana 97.6
-0.32
New Mexico 97.3
Oklahoma 97.2
Utah 97.2
Maine 97.2
0
Massachusetts 97.0
0.07
Missouri 96.9
-0.12
Nebraska 96.8
Illinois 96.6
' -0.12
Wisconsin 96.4
West Virginia 96.0
-0.02

Actual

Continuance
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Expected
Rate
0.36
0.28 -0.04
0.35
0.43
0.55 0.09
0.43
0.49
0.52
0.33 0.20
0.35
0.49
0.55
0.41 ~0.06
0.29 ~0.03
0.49 -0.09
0.44
0.44
0.42
0.41 =-0.07
0.40
0.38 0.02
0.37



Colorado 95.5
0.10
Alabama 95.3
0.01
Virginia 95.2
-0.05
Texas 94.9
-0.20
Wyoming 94.7
Towa 94.6
Michigan 94.3
0.12
Florida 94.3
0.03
South Carolina 93.9
-0.05
Arkansas 93.7
Alaska 93.2
-0.16
Indiana 93.0
-0.07
Kansas 92.6
-0.28
New York 92.1
Georgia 91.6
0.04
Rhode Island 91.5
-0.08
Kentucky 91.5
New Jersey 91.3
Ohio 91.3
California 89.7
Tennessee 89.5
Washington 89.3

North Carolina 89.1

0.03
Maryland 88.6
Idaho 88.1
-0.18
Pennsylvania 87.9
0.16
Oregon 87.4
0.17
Mississippi 83.0
~-0.06 '
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-0.04
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Dist Columbia
0.28

NATION

81.2

93.4
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.40
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1X. CASE DEVELOPMENT PRACTICES

SSA also considered the possibility that differences in case
development practices contributed to differences in
redetermination results by States.

The Act and SSA's regulations require claimants to provide
current medical and other evidence showing the existence and
severity of their impairments. Although claimants are
technically responsible for providing the evidence SSA needs to
make a determination, in practice, SSA often obtains this
evidence for claimants. SSA refers to this process as
"developing" evidence for the case. Under the law and
regulations, SSA is required to develop a complete medical
history for at least the 12 months preceding the month in which
the application is filed before the Agency can decide that a
child is not disabled;*® for a redetermination cessation under
the PRWORA, SSA develops evidence for at least 12 months
preceding the month of the redetermination.

Because the children subject to redetermination under the PRWORA
had been found eligible in the past, there was no current
evidence in the children's case files from which to determine
current eligibility. This meant that SSA had to develop evidence
for almost every redetermined case starting with the
implementation of the PRWORA in about mid-March, 1997.

Concerns were raised that the DDSs rushed redetermination
cessations to meet the original August 22, 1997, deadline of the
PRWORA., It was alleged that, as a consequence, the DDSs made
many errors in the development of the cases; i.e., in obtaining
evidence necessary to support their determinations. The
allegations raised a number of issues related to two types of
evidence in particular: Consultative examinations and school
records. To address the concerns, SSA studied both issues.

The findings, described in more detail below, do not support the
concerns raised. Development of CEs and of evidence from schools
was properly done in the great majority of cases. Even in those
instances where consultative examination and school evidence was
not properly developed, there was usually other evidence in the
file to support the determination.

*see section 1614(a) (3) (H) of the Act (incorporating
section 223(d) (5) of the Act by reference under title XVI};
20 CFR §§ 416.912(c) and (d).
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A. Consultative Examinations

Consultative examinations (CEs) are medical examinations SSA
purchases when a child does not have a medical source or when the
child's medical source(s) cannot or does not provide sufficient
medical evidence for SSA to determine whether the child is
disabled.® The regulations and operating instructions provide
guidelines for the DDSs and ROs on the management and oversight
of CEs. Included are DDS guidelines for choosing CE providers,
scheduling CEs, the length of CEs, monitoring the qualifications
of CE providers, and ensuring the quality of CE reports.
Claimant feedback on the quality of CE providers is an important
part of the management of the CE program.

Four concerns were raised regarding the CE process:

. Overuse of CEs. Allegations were raised that, in their
haste to complete the cases, the DDSs purchased CEs instead
of developing evidence from treatment sources and other
sources (e.g., schools).

. Quality of Examipnations. Allegations were raised that too
little time was spent by the CE providers in the
examinations, and many examinations were not complete.

L Quality of Written Reports. Allegations were raised that
the reports were incomplete, too brief, and did not provide
sufficient detail.

. Qualifications of CE Providers. Allegations were raised
that the DDSs were not using CE providers with the right
specialty to perform the CEs.

What the Data Show:

Frequency of Purchase. For this report, SSA reviewed 364 CEs to
determine whether the reports met the standards set out in its
instructions for the DDSs. Because the study reviewed only case
records, it could not measure the quality of the examinations
themselves, which is not indicated in the case files.

The overall finding is that CE purchase practices were consistent
with SSA's instructions. More specifically:

L The national CE rate (about 34 percent) was consistent with
both adult and prior childhood experience.

*'See 20 CFR §§ 416.917 through 416.919t.
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® CE rates were about 10 percent higher in cessation cases
than in continuances (38.6 percent vs. 28.1 percent), also
consistent with prior experience.

. It was clear that States did not purchase CEs as a means for
ceasing claims. On the contrary, the higher rate of
purchase of CEs in cessation cases was largely attributable
to attempts by the DDSs to fully develop evidence for
children who could not otherwise establish eligibility
because the existing medical evidence would not support a
continuance or the children did not have treating sources or
a source of record.

Thus, there was no evidence that DDSs were systematically over-
relying on CEs in lieu of existing medical evidence. Nor was
there evidence to support the allegation that DDSs were
purchasing CEs to "shortcut" full development to the child's
detriment.

Quality of the Reports. Of the 364 CE reports, 278 (about

76 percent) satisfied all of SSA's standards. Furthermore, even
where the CEs did not satisfy all of SSA's standards, other
evidence in file was almost always sufficient to support the
determination. Only 5.6 percent of the cases had to be returned
to the DDSs for corrective action related to a deficient CE.

Qualifications of CE Providers. There were no indications that
CE providers with inappropriate specialties were being used. oOf
the 364 CE reports, 274 (75 percent) were performed by
psychologists and psychiatrists, consistent with the fact that
the largest category of redeterminations comprised children with
mental impairments. The second highest category of CEs was
performed by speech/language pathologists (29 CEs, about

eight percent).

B. Obtaining and Using Evidence From Educational Sources

Evidence of functioning is critical to the determination whether
a child is disabled under the PRWORA and SSA's regulations,
unless the claim can clearly be allowed or continued on medical
evidence alone. Information from educational personnel (e.g.,
teachers, counselors, school psychologists) and school records
detailing scores on standardized tests, grades, attendance and
other information may be important evidence about how well a
child functions. SSA's rules stress the importance of requesting
this evidence, if the child is in school and the medical evidence
alone is not sufficient to support a favorable determination. Of
course, sources other than schools (including medical sources)
can and do provide evidence of a child's functioning.
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once :

Early in the implementation process, advocates predicted that the
DDSs would soon be unable to obtain school records as the summer
recess began. It was also alleged that in the summer, when many
of the redeterminations were completed, DDSs redetermined cases
without this often-critical evidence in order to meet the
original August 22, 1997, deadline.

What the Data Show:

In discussions with States, it is clear that the States had
planned ahead, undertaking various initiatives to make the
evidence available before the schools closed for the summer.
Some States negotiated arrangements with their departments of
education to gain access to the records while schools were
closed. DDS medical relations officers interviewed teachers to
obtain information about their students. In some States, the
DDSs arranged for school records to be sent electronically. Some
States hired teachers on a piecework basis to copy records from
school files. Parents, too, were asked to assist and obtain
copies of their children's school records.

SSA also conducted a "probe" study of this issue to determine if
school records had been retrieved. The study included 214 cases
for which SSA was able to review the entire case file.

® School records were included in 84 percent of the cases for
which SSA had complete files. Further, 84 percent of the
cases adjudicated in the July-September period contained
school records.

° In six percent of the 214 cases, the file did not contain
schoel records because there was sufficient evidence to
support a continuance without obtaining information from the
child's teacher or other educational sources.

L Another four percent of the 214 cases were cessations
without school records in which other evidence was
sufficient to document the child's functional abilities.

. In an additional three percent of the 214 cases, no school
records were in file but the child was not of school age
(i.e., age three or younger).

L Therefore, in the remaining three percent of the 214 cases,
there were no school records in file and no apparent reason
for their omission.

° Of the 214 cases for which the complete file was available
for review, only 17 (eight percent) were returned to the
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DDSs to obtain school records. Fourteen of these cases
already contained some school records but needed additional

records.

The three most common types of school records were:
Questionnaires from teachers or teacher assistants, Individual
Education Plans (IEPs), and reports of psychological testing
performed by school psychologists.

Eey Findings:

1. SSA studies of redetermined cases did not support the
allegations regarding case development, including
consultative examinations and school evidence.

2. There are no other data to support the allegations, either

from QA or from various studies conducted in SSA
headquarters since implementation began.

Next Steps:

No actions specific to this issue.

57



III. FAILURE TO COOPERATE

A child's eligibility may be ceased on the basis of a "failure to
cooperate" (FTC) when his or her parent (or other payee) or, in
some cases, the child himself or herself,* does not respond to a
notice initiating the disability redetermination or fails or
refuses without good cause to attend a consultative examination
after SSA makes repeated attempts to get cooperation.

SSA has special instructions regarding FTC in childhood claims to
ensure that children's rights are protected because in most cases
children are not in a position to pursue their claims
independently.®” When a parent or other payee is not providing
the required information or is not cocperating, the special
procedures require additional attempts to contact the claimant or
representative by mail and by telephone, and when necessary to
make special efforts to identify and contact another adult or
agency responsible for the child's care. SSA developed these
procedures in 1993 with the plaintiffs' attorneys in the Zebley
case.

Concerns:

As early as June, SSA recognized that, even though the national
rate of FTC determinations was within historical ranges, a number
of States had an unexpectedly high number of FTC determinations.
SSA began steps to investigate the causes of the high rates and
to take corrective actions where necessary.

¥hat the Data Show:

At least some people chose not to cooperate because they did not
wish to pursue their claims; for example, when their children's
medical conditions had improved. Unlike initial applications, in
which the claimant first approaches SSA, the redeterminations
were automatic. However, there is also study information that
raises concerns.

Nationally, FTC cessations make up 4.8 percent of all initial
redeterminations. This rate compares favorably with the

5.2 percent FTC rate in SSI CDRs. However, on a State-by-State
basis, there were wide variations in the numbers of FTC

*In a very small number of cases (fewer than 500), benefits
are paid directly to individuals under age 18. Examples include
children who have been emancipated by courts and children who are
within seven months of reaching age 18.

*’see Program Operations Manual System (POMS) DI E25205.015,
issued November, 1993.
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cessations. Rates ranged from less than one percent in the
lowest States to 9.5 percent in the highest States.

To investigate the causes of the high rates, and to determine
whether they reflected errors, SSA studied a sample of cessations
based on a failure to cooperate. This study found that in

68 percent of cases either all of the contacts required under the
special childhood procedures that had been in effect since 1993
had not been made or the efforts were not documented in the case
file. 1In about 40 percent of the cases that contained these
deficiencies, the States had correctly followed the instructions
for adult claims but had not made the extra efforts required by
the childhood instructions.®

Eey Findings:
1. Although the national rate of redetermination cessations

based on a failure to cooperate is within acceptable ranges,
there are wide variations among the States. :

2. Based on SSA study findings, there were many deficiencies in
redetermination cessations based on a failure to cooperate,
especially in the early months of implementation of the
PRWORA.

3. SSA has provided additional written instructions and
training to its FO personnel and clarified DDS instructions.
However, these actions had only a prospective effect.

4. Many redetermination cases that were ceased on the basis of
a failure to cooperate have already been reworked using the
correct procedures.

*This finding has led to a theory that a lack of a specific
cross-reference to the special childhood procedures in the POMS
SSA issued for the redeterminations led adjudicators to use only
the adult procedures. 1In fact, the new instructions included a
cross-reference to a group of existing childhood instructions
that included the special FTC instructions (POMS DI 25201.001ff-
DI 25225.001ff.), although they did not single out the special
FTC instructions. While the lack of a specific cross-reference
may have had some effect, it must be stressed that the special
childhood procedures had been in use for 3% years and were not
changed by the PRWORA instructions. It also does not account for
the number of cases in which the instructions for adults were not
“correctly followed. However, SSA added a specific cross-
reference to the childhood operating instructions in August.
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A_c_tiénmng;gz

As a result of its investigations, SSA has taken several
remedial actions, including the issuance of clarifying
instructions and training in September to FO personnel. 1In
addition, the FTC cessations in several States have been
reviewed to correct any deficiencies.

Next Steps:

All failure to cooperate cessations will be reviewed.>” The
case reviews will ensure that all contacts and followups
required in the special instructions for children's cases
have been made and that these actions have been documented
in the case files.

When the reviews show deficiencies in following the special
childhood failure-to-cooperate instructions, claimants who
wish to pursue their claims will be given an opportunity for
a new initial determination and an opportunity to have their
benefits reinstated during the new redetermination process,
including any benefits that would have been paid since the
month in which payments ceased.

**Many redetermination cases that were ceased on the basis

of a failure to cooperate have already been reworked using the

correct procedures and will not be reworked again under this
action. ’
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Iv. ACCURACY OF CASES

While SSA continues to be interested in understanding and
explaining differences in cessation and continuance rates among
the States, the primary concern is that the determinations are
correct. :

What the Data Show:

Nationally, the accuracy of both continuance and cessation
determinations is above 90.6 percent (the regulatory threshold
for accuracy). QA data for continuances for the period June-
October, 1997, show a national accuracy rate 91.5 percent; data
for cessations show a national accuracy rate of 93.4 percent.
Almost two-thirds of the deficiencies were "documentational,"
meaning that there was some deficiency in the evidence that
formed the basis for the determinations, not necessarily that the
determinations were incorrect.

The QA sample for cessations is larger than the sample for
continuances. The larger QA cessation sample allows for
identification of patterns. 1In DDSs with overall cessation QA
problems, the largest number of returns is in cessations
involving mental impairments other than MR. This is to be
expected because the majority of redetermined cases are cases
involving mental impairments. Furthermore, cases involving
mental impairments are among the most difficult to adjudicate.

Maladaptive Behavior Cases

In December, 1996, there were about 95,000 children receiving SSI
benefits based on an impairment likely to have involved
maladaptive behaviors in the prior personal/behavioral area of
functioning.”® This represented about 10 percent of all children
on the SSI rolls.

Over 16,500 of these children's benefits continued because they
were not affected by the PRWORA. In these cases, the children
still had impairments that met or equaled listings without
consideration of the prior personal/behavioral area of
functioning. The remaining 78,500 cases were subject to

*In particular, children with four mental impairments were
significantly affected by the changes to the listings and the
elimination of the IFA. The first three were "disruptive
behavior™ disorders: Conduct disorder, oppositional defiant
disorder, and personality disorders (a category comprising
several types of mental impairments). The fourth was ADHD.
However, maladaptive behaviors can occur with other kinds of
mental impairments.
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redetermination under the PRWORA, about 30 percent of all
children subject to redetermination.

Cases involving maladaptive behaviors account for about

29 percent of all redetermination cases already adjudicated
(about 68,900 out of 235,000) and are about 31 percent of all
cessations (about 43,200 out of almost 141,300 cessations on
November 1, 1997).

Of the cases requiring redetermination because of a targeted
diagnosis, two-thirds were originally allowed based on an IFA and
would have been redetermined even if maladaptive behaviors had
not been a factor.

Of the maladaptive behavior cases in which eligibility was found
to have ceased after redetermination, about a third were changed
at the time of cessation to a diagnosis code for an impairment
that did not involve maladaptive behaviors, usually another
mental impairment. Cases with a new diagnosis ceased at a lower
rate (58 percent) than cases that retained a code for one of the
"maladaptive behavior" diagnoses (65 percent).

There are indications from SSA central reviews that there is some
inconsistent handling of redetermination cessations inveolving
mental impairments other than MR.®” The PRWORA required
elimination of certain references to maladaptive behaviors in
SSA's Listing of Impairments, but the legislative history makes
it clear that the intent was not to preclude all consideration of
such behaviors, only to prevent “double-weighting.” Concerns had
been raised that Agency adjudicators could misinterpret the
intent of the changes in the law regarding maladaptive behaviors
to mean that such behaviors, or certain impairments, should be
ignored. SSA has reviewed some cases in which children with
serious psychiatric disorders lost eligibility because
adjudicators failed to recognize the medical significance of the
behaviors and to make the correct diagnosis or to obtain the
correct Kinds of evidence.

' Cognition and Speech
A concern has been raised that, in the policy for functional

eguivalence, the single area of functioning that includes
cognition and communication disadvantages children with both

*’ssh provides feedback to the DDSs on the cases it reviews.
This also helps to clarify the issues for the adjudicators,
serving an educatioral function.
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cognitive and speech impairments.®*® On October 29, 1997, SSA met
with several speech/language profes51onals and pedlatr1c1ans to
discuss their individual views on this issue. Medical experts
provided several examples of speech-related communication
disorders which they viewed to be separate from cognitive
disorders. Although all of the examples met or equaled one of
SSA's current listings, there was still concern that some
children might be disadvantaged.

There is little specific data regarding the combination of
separate disorders affecting cognition and speech. There is some
information from SSA's central case reviews, prior experience
under the IFA, and the comments of the speech/language
professionals and pediatricians that raise concerns about the
evaluation of speech disorders. Data for cases that have the
diagnostic code for "speech and language delays" show that, of
about 5,100 cases with this diagnostic code redetermined by
November 1, 1997, about 49 percent were continued and 51 percent
were ceased. Of the ceased cases, only 327 changed diagnosis to
MR at the time of cessation, less than one percent of cases
ceased with a diagnosis code for MR. Likewise, only 1,250 cases
that were originally coded MR changed to the code for speech and
language delays at the time of cessation, less than three percent
of cases originally coded for MR that were ceased.

Key Findings:

1. For the nation and most States, accuracy of both
continuances and cessation redeterminations is above
90.6 percent. However, some children may have had their
eligibility ceased incorrectly.

2. There is some inconsistent handling of redetermination
cessations inveolving mental impairments other than MR.

3. The retention of the prior area of functlonlng for
"cognitive/communicative" limitations in the interim final
rules does not seem to have had any negative effect on
children with MR. Concern has been expressed, however, on
behalf of children who do not have MR but whose separate
impairments of cognltlon and speech may not be appropriately
evaluated. There is some indication in the data and from

At least one advocate has asserted that SSA "combined" the
areas of cognition and communication in the 1997 interim final
rules for functional equivalence. This is inaccurate. Cognition
and communication were separate domains under the IFA but have
been evaluated in a single "cognitive/communicative" area for
determining functional equivalence since the policy of functional
equivalence was first promulgated in 1991. See former POMS
DI 25215.010D.2.¢ (November, 1991).
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central case reviews that adjudicators would benefit from
additional instruction on the evaluation of a combination of
cognitive and speech disorders that separates speech
disorders from cognitive disorders.

Next sSteps:

In addition to the reviews of cases with the code for MR
that all DDSs will do under Issue 1, above, all DDSs will
also screen a portion of their redetermination cessations
that do not have the code for MR.

SSA will identify the proportion and types of cases that
each DDS will screen. The proportion of cases a DDS will
screen will depend primarily on its QA accuracy rate. DDSs
with higher QA accuracy will review proportiocnally fewer
cases than DDSs with lower QA accuracy. The cases to be
screened will be cessations in those categories of cases
with the greatest likelihood of error based on SSA's QA
results.

In general, the review will be a two-stage process: (a) A
screening of the case file to determine whether all
necessary documentation is present and that the
determination was correct. If it is determined that the
cessation was correct, no further action will be taken. (b)
If deficiencies are found in a determination (either
documentational or decisional), the case will be reopened,
developed as necessary, and the determination revised if
appropriate.

SSA will conduct QA reviews of the accuracy of these
screenings as part of its quality assurance process. In
addltlon, the DDSs will conduct their own quality assurance
reviews of the cases as they are screened.

For those DDSs in which cessation accuracy on
redeterminations is below 90.6 percent, SSA will do a
quality assurance review on a larger sample of cases than
for DDSs that are above the threshold.

For those DDSs in which continuance accuracy is below 90.6
percent, SSA will give childhood disability cases priority
for continuing disability reviews.

Before beginning the reviews, SSA will provide additional
training to all of its adjudicators addressing the issues
regarding the evaluation of mental retardation, maladaptive
behaviors, and the evaluation of speech disorders in
combination with cognitive limitations as well as, any other
specific case processing concerns about which adjudicators
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should be aware. The training will consider what S$SA has
learned from all of the efforts leading up to Commissioner
Apfel's top-to-bottom review, including data analysis, study
results, and other case reviews to ensure an effective
refresher training program and meaningful review of the
cases.

In addition to the training, SSA will issue a Social
Security Ruling on the evaluation of speech disorders in
combination with cognitive limitations. SSA will also
encourage the DDSs to include experts in the evaluation of
speech and language disorders on their staffs and to
continue to purchase consultative examinations from
speech/language pathologists whenever necessary.

Through its quality assurance reviews, SSA will continue to
monitor any specific areas of concern that may require
further actions in the redeterminations and in
determinations made on initial applications.
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ISSUE #3

APPEALS AND REQUESTS FOR BENEFIT CONTINUATION DURING APPEAL

Background:

Explanations Provided To Claimants. Throughout the
implementation process, it has been SSA's policy to explain to
claimants:

L The changes in the PRWORA,

] How the changes might affect eligibility for benefits,

. When benefits will terminate if the child is determined to
be ineligible, and

. Their appeal rights, including how to ask for a

reconsideration and the right to request continued benefits
on appeal.

SSA has provided this information in the notices advising
children and their families of an unfavorable redetermination.
In developing the notice advising of unfavorable
redeterminations, SSA sought comments from some of the leadlng
advocates for the rights of disabled children.

Likewise, SSA policy is to explain appeal rights when a claimant
ingquires about an unfavorable childhood disability
redetermination. This includes an explanation of the claimant's
right to appear in person at a reconsideration disability hearing
and the claimant's right to reguest benefit continuation during
the appeal for a reconsideration.

Explanations Regarding Benefit Continuation. 1In each case, after
explaining benefit continuation rights, SSA obtains a signed
statement from the claimant showing whether he or she elected or
waived benefit continuation on appeal. The claimant is given a
copy of the signed statement to keep.

Since July 30, 1997, the statement has included revised,
standardized language. This language is required in all
childhood redeterminations that are appealed. BAmong other
things, the statement explains that, even though payments
received during the appeal will be an "overpayment" if the child
is still found ineligible after the appeal is decided, the
claimant has a right to ask SSA to waive repayment of the
overpayment. It also explains the circumstances under which
walver may be granted. SSA developed this revised statement in
response to concerns expressed by several advocates.

"Good Cause" for Late Filing. When a claimant files an appeal or
request for benefit continuation after the required deadline, SSA
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procedures provide for the FO to determine whether "good cause"
exists for the late filing. If the claimant has good cause for
missing the date for requesting appeal or continued benefits
during appeal, the FO will treat the request as though it had
been filed timely.®

Information About the Avallablllty of Representation. Under the
Act and regulations,® SSA is required to advise claimants how to
obtain information about options for accessing representation in
notices of determination that are not wholly favorable to
claimants who do not already have attorney representatlon. SsA
is also required to tell claimants that a legal services
organization may provide free legal services if they qualify.

The redetermination cessation notice includes language explalnlng
these pollcles but does not itself contain references to specific
legal services providers.

Bowever, the FOs and teleservice centers (Tics) maintain a
referral list of legal services organizations (e.g., local bar
associations, legal aid societies, and law schools with legal aid
programs), and communlty organlzatlons that provide non-attorney
representation in their service areas. These lists are available
to any claimant who expresses an interest in being represented.
FO managers are responsible for keeping this information up-to-
date. FOs do not recommend particular representatives or types
of representatives, but only provide the claimant with the entire
list.

Since August, 1997, FOs have also been instructed to include on
the lists any State or local toll-free numbers for the ABA's
"Children's SSI Project.,"®!

once s
Concerns have been raised that some SSA employees were

discouraging claimants from filing appeals or from requestlng
benefit continuation, and that FO, TSC, and program service

“For more information about good cause, see the section on
The Processing of Cases earlier in this report.

see section 1631(d) (2) (B) of the Act; 20 CFR § 416.1506.

*’As of this writing, the ABA's "Children's SSI Project"
does not maintain a national toll-free number, but 36 State
chapters and the District of Columbia maintain at least one such
number. (In some States, there are two or more numbers that
together cover all of the State.) In 11 States, there are no
toll-free numbers. In the remaining four States, toll-free
numbers cover only portions of the States.
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center employees were not providing referral information to
claimants about the availability of free legal services,
particularly the ABA's "Children's SSI Project." In addition,
procedures in effect when the redeterminations began did not
require a full explanation of the overpayment waiver process.

Also, despite the fact that SSA sought input from advocates
regarding the content of the notice of disability
redetermination, they expressed concerns about the cessation
notice itself. They note that it is a lengthy, complex document
that may be difficult for some parents and caregivers to
understand.

On the other hand, the law requires an explanation in the notice
of the reasons for the determination. Also, much of the notice
conveys important information, required by the statute and
principles of due process, about the claimant's legal rights and
steps that must be taken to preserve these rights.

In addition, there were concerns that some claimants who needed
appeal forms mailed to them so that they could return them by
mail would have been unable to satisfy the 10-day response
requirement for receiving benefit continuation. While such
circumstances would constitute good cause for late filing, it is
possible that some individuals might not have requested benefit
continuation if they thought they had missed the deadline and did
not understand the information about good cause provided with
information about appeals.

at ow?s

The data show that, through November 1, 1997, requests for
reconsideration have been filed in about 50 percent of
unfavorable redeterminations in claims whose 60-day appeal period
has expired. This rate by itself does not suggest a problem; it
exceeds the 41 percent appeal rate on denials of SSI applications
and is consistent with the appeal rate for children who receive
unfavorable determinations on CDRs,® which is about 52 percent.
Almost 64 percent of the people who have appealed filed within 10
days—about three out of every five—and also requested benefit
continuation. Data on appeal rates by State also do not
demonstrate any State-specific problems, although the number of
cases is limited in smaller States.

To test the concerns discussed above, SSA conducted two polls.
First, SSA telephoned social services organizations, public
agencies, major umbrella advocacy organizations, and legal aid

?see footnote 18 for an explanation of continuing
disability reviews. .
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services in five regions. The five regions represent over
81 percent of the redetermination workload.

SSA found that most social services organizations and public
agencies believe the Agency is doing an "adequate" to "admirable"
job of educating interested groups and the public about the
appeals process, and that there has been improvement over time.
While some agencies voiced concern about the appeal rate, some
thought it was at least partly due to parental acceptance of the
fact that the child is not as severely disabled as required by
the new law, rather than to any misunderstanding or
discouragement from SSA personnel. Some of this response may
have been influenced by recent amendments to the law. SSA has
had feedback that some parents were most concerned about
continuing SSI eligibility so that their children would continue
to qualify for Medicaid. However, the amendments in the Balanced
Budget Act of 1997 provided for continuing Medicaid eligibility
for children who lose eligibility for SSI as a result of the new
definition of disability for children contained in the PRWORA.

A few organizations reported isolated instances in which they
thought SSA employees had discouraged claimants from filing
appeals. However, they also indicated that these situations were
corrected locally when brought to the FOs' attention. Some
organizations did believe that the cessation notice was confusing
to claimants.

While several legal aid offices said SSA was doing a good job of
explaining the appeals process, benefit continuation, and good
cause, there were also concerns about the length and complexity
of notices and concerns that, as noted previously, some SSA
employees discouraged appeals and benefit continuation.

The second poll, a survey of over 400 claimants who filed appeals
but were not receiving benefit continuation, found significant
confusion and misunderstanding of the process. For example:

® Half the people said they believed they had requested
benefit continuation. Of this group, 92 people (43 percent)
thought that their request was timely.

L] About one-fourth (99) said that they did not request benefit
continuation because they did not want to incur
overpayments, and most these individuals alleged that they
received no explanation that overpayments might be waived
under appropriate circumstances.

. Of 40 claimants who stated they were denied continuing
payments because they filed after the 10-day deadline,

36 said that they were not told of the provisions for "good
cause" for late requests.
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Also, Ssa recognizes that a flaw in the automated notification
process resulted in dual notices to some claimants, causing the
potential for further confusion about the deadlines for
responding.

Key Findings:

1. SSA found a few isolated incidents of SSA employees actively
discouraging claimants from exer0151ng their rights to
appeal or to continue to receive their SSI payments during
appeal.

2. There is anecdotal and survey evidence indicating that many
individuals who did not appeal and some claimants who
appealed but did not request benefit continuation did not
fully understand their rights. Some of these individuals
would have appealed or requested benefit continuation if
they had more fully understood their rights.

3. Beginning in the summer of 1997, SSA took several steps to
clarlfy its instructions and to retrain its adjudicators on
these issues. However, these steps had only a prospective
effect and had no impact on claimants whose eligibility had
already been ceased and who had not appealed, had not
requested benefit continuation during appeal, or had not
been found to have "good cause" for late filing of an appeal
or a request for benefit continuation. 1In addition, SSa
received reports that some staff continued to use the prior
procedures for a period of time after instructions were
issued.

4. It is likely that some of the same concerns discussed in
this section in relation to redetermination notices apply to
notices of denial of initial applications of children filed
on or after August 22, 1996.

Actions to Date:
In response to some of the concerns, SSA issued a series of

operatlng instructions to FO staff durlng the summer emphasizing
various aspects of good cause and waiver of overpayments to be
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stressed during appeal interviews.®® All FOs also received
"refresher training" in September.

In August, SSA directed all FOs to enter toll-free telephone
numbers for the ABA's "Children's SSI Project" referral service
on their TSC information and referral screens.®® In addition,
SSA made the various State toll-free numbers available on its
Internet site. It also sent a letter to the governors of all 50
States offering to provide a list of children whose eligibility
was ceased on redetermination or whose redeterminations were
still pending so that their States could help them or refer them
to other assistance programs. To date, all 50 States have
requested this information, and 45 have received their lists.

Next Steps:

1. SSA will send special supplementary notices in simpler
language to families (or other payees) of all children whose
eligibility for SSI was ceased under the PRWORA, and who
have not appealed. The families will be given a new period
of 60 days in which to request a reconsideration. The
supplementary notice will also provide a new 10-day period
in which to request benefit continuation during the appeal
and include information on the claimants' right to request
waiver of any overpayment that might result from the
request.

2. S55A will also send special supplementary notices in simpler
language to families (or other payees) of all children whose
eligibility for SSI has ceased under the PRWORA, who have
requested a reconsideration, but who have not requested
benefit continuation, providing a new 10-day period in which
to request benefit continuation during appeal. The notice
will also include information on the claimants' right to
request waiver of any overpayment that might result from the
request.

*see emergency teletype, E-97-110, 7/30/97, already
discussed; E-97-118, 8/13/97, a Program Circular with
clarifications of the appeals process and discussion of waiver of
the potential overpayment in continuing benefits cases; E-97-119,
8/14/97, a Program Circular that discussed good cause; and E-97-
133, a teletype that replaced the 8/13/97 Program Circular,
clarifying that the "good cause" provision applies to changed
election of benefit continuation as well as late election.

*Phe Informational/Referral Screen is a computer screen
that contains information to help TSCs answer telephone inquiries

about specific FOs and public service agencies in an FO's service
area. :
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If claimants whose eligibility was ceased based on a
redetermination elect continued benefits in accordance with
SSA's regulations, the payments will include any benefits
that would have been paid since the month in which payments
ceased.

SSA will provide a "script" that the Field Offices and
Teleservice Centers will follow in informing claimants of
their appeal and benefit continuation rights. The script
will ensure that all claimants receive the same information
and will assist individuals who may have difficulty
understanding the circumstances under which good cause may
be found. It will also include an explanation of good cause
for waiver of overpayments that may result from requests for
continued benefits during appeal.

Finally, SSA is working with the ABA to include ABA toll-

free telephone numbers as an attachment in SSA decision
notices in those States where such numbers are available.
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CONCLUSION

When the regulations were issued, SSA estimated that 135,000
children would lose eligibility after all appeals. Now that most
of the initial redeterminations have been completed, and in view
of the actions directed by Commissioner Apfel in this report, the
estimate must be revised downward. It is now estimated that
100,000 children will be found ineligible after all appeals as a
result of the changes in the PRWORA. The reascons for this are as
follows:

. First, there were fewer cessations at the initial level than
SSA originally estimated. This may be due in part to
actions the Agency had already taken to address quality
issues raised during the 1mp1ementat10n of the PRWORA and
the regulations.

° Second, the additional actions directed by Commissioner
Apfel in this report will ensure that children who are
eligible for SSI disability benefits receive them. The
actions to review ceased cases will result in the screening
of about 48,000 cases, and it is estimated that about 18,000
of these cases will be reopened. 1In addition, SSA estimates
that about 20,000 additional children will choose to appeal
as a result of the renotification. It is likely that the
training and clarifying instructions that Commissioner Apfel
has also directed in this report will have an effect on the
ocutcomes of some of the reconsideration determinations.

This report affirms that SSA, and the State Disability
Determination Services that make determinations for the Agency,
have done an overall good job in implementing the new SSI
childhood disability provisions of the PRWORA. It also
demonstrates the Agency's commitment to make whatever adjustments
are necessary to ensure the fair and equitable administration of
the SSI disability program for all children now and in the
future.

In addition to the actions outlined in this review, the Agency
will continue to conduct quality reviews and will continue to
take corrective action whenever it is required. Commissioner
Apfel has also directed an expansive study of the children who
were impacted and not impacted by the PRWORA that will improve
knowledge about children with disabilities and the effects of the
PRWORA on children with disabilities and their families.
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Record Type: Record

To: Elena Kagan/OPD/EOP

cc: Cynthia A, Rice/OPD/ECP, Laura Emmett/WHO/EOP
Subject: $S| meeting with Sylvia on Monday

Monday at 1pm, Ken Apfel will present his tentative plans for the "30-day top-to-bottom review” of
SSA's reevaluation of children under the new disability standard, which he promised at his
confirmation hearing last month. Here is a briefing of what they will say and my comments.

Overall, it's pretty goed but will still disappoint advocates. However, it is hard to satisfy them
without reopening major issues that shouldn't be recpened.

Ken's report will end up taking more like 6-7 weeks -- it looks like late next week or early the next.

¢ SSA will agree to re-review the cases of 17,000 mentally retarded children dropped from the
rolls. Apparently the number of such cases has been overstated at 40,000 because SSA
coded many cases as MR inappropriately. Nevertheless, they are concerned about why they
have dropped 17,000, since children who meet a clinical diagnosis of MR should remain eligible.

¢ In response to reports from advocates that staff discourage families from appealing, or from
exercising their right to continue benefits during an appeal, SSA will send new notices to the
75,000 children denied to date whose families did not appeal or did not exercise their right to
continuing benefits, explaining their rights to them. SSA will also announce it has retrained its
workers on this issue.

® In response to charges that the variation in cut-off rates among states demonstrates that the
new standard is being implemented inconsistently, SSA will announce that it has rational
explanations for most of the variations. (Nationwide 43% of kids reviewed were cut off, but
that varies from 18% to 65% depending on the state.) However, in 6-8 states where they
aren't uncertain, they will re-review all the cases.

& Advocates charge that some states are cutting off too many kids because of "failure to
cooperate,” when in fact the states are not trying hard enough to work with families who may
have trouble understanding the notice. In response, SSA will re-review all 10,000 of these
cases.

o Generally, SSA has refused to consider changes to the underlying reg as part of this 30-day
process, because they will have a more elaborate process for that, and because they do not
want to stir faflse hopes that they will reconsider the underlying standard -- which is what the
advocates want most. However, S5A is considering announcing one minor change to the reg
as part of the 30-day review. It has to do with splitting cognitive and communication
impairments into two separate categories, allowing more children to qualify.

All of these are good actions, and they are reasonably significant. However, the advocates will still
be disappointed because it doesn’t change the underlying reg, and also because they were hoping
Ken would agree to a moratorium on case reviews while all this work is being done. SSA is
strongly opposed to a moratorium, arguing it will send too hopeful a signal and allow a backlog to
start to build up, but | am not totally convinced on their reasoning.

On numbers, SSA originally estimated they would cut off 135,000 kids. The actual rate is running
somewhat below that. With these changes, SSA expects that the number of kids cut off would
drop to 100,000. I'm not sure strategically whether to make a big deal of that when this is



released -- that would please the advocates, but could annoy congressional Republicans. On the
other hand, the Republicans have been extremely supportive of everything we have done so far, so
maybe a bit of criticism from them wouldn't be awful at this point, especially since these are just
procedural, not policy changes.

I'm pretty sure OMB is fine with this from a money and policy standpoint.

Finally, you sent me a note from the advocate Jonathan Stein complaining that HCFA is
implementing the provision to grandfather Medicaid for these children that we got in the balanced
budget act unfairly: by allowing states to require children to reapply. | haven't quite untangled
this, but if we can make it better, perhaps it could be part of the report.

P.S. | should note that the President said on September 10 in a meeting with advocates that he
was asking SSA for a report on all this in 30 days. When Ken said the same thing but with a later
start point, we told advocates we would fold it all into one report. So this report would presumably
go to the President and the world simultaneously. The alternative of sending it first to us and then
to the world does not seem smart.
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Childhood Disability
Summary

The 1996 Welfare Reform law included a new statutory definition
of disability for children. Of the approximately one million
children on the rolls in 1996, SSA identified approximately
290,000 children who needed to be reviewed under this new
standard. To date, SSA has completed about 90 percent of the
initial redeterminations. When announcing the regulations in
February of 1997, SSA estimated approximately 135,000 children
would have their benefits ceased after all appeals. To date,
139,000 have been denied at the initial level of review.
Approximately 50 percent have requested an appeal. The issue has
generate controversy. Some have called for the suspension of all
reviews and reworking all cases. Others have called for changing
the standard for eligibility determinations. Still others have
called for no changes.

Issues

The Commissioner has directed a "top to bottom review" of this
igsue. In addition he has requested a statistically valid 150
case sample of initial denials describing the individual
decisions.—The primary issues include:

Mental Retardation. Whether children with mental retardation are
being improperly denied.

Cognition/Communication. Whether communication limitations should
be separated from cognition in regulations, or whether aspects
(i.e.,speech) should be separated in sub-regulation (SSA ruling).

Appeals/Benefit Continuation. Whether families understand their
appeal rights and whether they are being discouraged from
requesting that benefits be continued during the appeals stage.

Variances Among States. Whether states are implementing the new
standard differently as a result of some states being
significantly above or below the national average. In addition
to a national analysis of state variance rates, the major issues
that are being examined include:

Maladaptive Behavior. Whether some states are ignoring
maladaptive behavior as part of a case review.

Failure to Cooperate. Whether states are following proper
procedures before denying a case for being nonresponsive.

School Records. Whether school records have been properly
retrieved by states, since many of the reviews took place
over the summer.

Consultative Exams. Whether consultative exams have been
done well by states as part of the case development.
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Record Type: Record

To: Elena Kagan/OPD/EOP

cc: Cynthia A. Rice/OPD/EOP, Laura Emmett/WHO/EOP
Subject: SSI| meeting with Sylvia on Monday

Monday at 1pm, Ken Apfel will present his tentative plans for the "30-day top-to-bottom review" of
SSA's reevaluation of children under the new disability standard, which he promised at his
confirmation hearing last month. Here is a briefing of what they will say and my comments.

Overall, it's pretty good but will still disappoint advocates. However, it is hard to satisfy them
without reopening major issues that shouldn't be reopened.

Ken's report will end up taking more like 8-7 weeks -- it looks like late next week or early the next.

e SSA will agree to re-review the cases of 17,000 mentally retarded children dropped from the
rolls. Apparently the number of such cases has been overstated at 40,000 because SSA
coded many cases as MR inappropriately. Nevertheless, they are concerned about why they
have dropped 17,000, since children who meet a clinical diagnosis of MR should remain eligible.

® In response to reports from advocates that staff discourage families from appealing, or from
exercising their right to continue benefits during an appeal, SSA will send new notices to the
75,000 children denied to date whose families did not appeal or did not exercise their right to
continuing benefits, explaining their rights to them. SSA will also announce it has retrained its
workers on this issue.

¢ Inresponse to charges that the variation in cut-off rates among states demonstrates that the
new standard is being implemented inconsistently, SSA will announce that it has rational
explanations for most of the variations. (Nationwide 43% of kids reviewed were cut off, but
that varies from 18% to 65% depending on the state.} However, in 6-8 states where they
aren't uncertain, they will re-review all the cases.

e Advocates charge that some states are cutting off too many kids because of "failure to
cooperate,” when in fact the states are not trying hard enough to work with families who may
have trouble understanding the notice. In response, SSA will re-review all 10,000 of these
cases.

¢ Generally, SSA has refused to consider changes to the underlying reg as part of this 30-day
process, because they will have a more elaborate process for that, and because they do not
want to stir false hopes that they will reconsider the underlying standard -- which is what the
advocates want most. However, SSA is considering announcing one minor change to the reg
as part of the 30-day review. It has to do with[s_;'alitting cagnitive and communicatio@
impairments into two separate categories, allowing more children to qualify.

All of these are good actions, and they are reasonably significant. However, the advocates will still
be disappointed because it doesn't change the underlying reg, and also because they were hoping
Ken would agree to a moratorium an case reviews while all this work is being done. SSA is
strongly opposed 10 a moratorium, arguing it will send too hopeful a signal and allow a backlog to
start to build up, but | am not totally convinced on their reasoning.

On numbers, SSA originally estimated they would cut off 135,000 kids. The actual rate is running
somewhat below that. With these changes, SSA expects that the number of kids cut off would
drop to 100,000. I'm not sure strategically whether to make a big deal of that when this is



released -- that would please the advocates, but could annoy congressional Republicans. On the
other hand, the Republicans have been extremely supportive of everything we have done so far, so
maybe a bit of criticism from them wouldn’t be awful at this point, especially since these are just
procedural, not policy changes.

I'm pretty sure OMB is fine with this from a money and policy standpoint,

Finally, you sent me a note from the advocate Jonathan Stein complaining that HCFA is
implementing the provision to grandfather Medicaid for these children that we got in the balanced
budget act unfairly: by allowing states to require children to reapply. | haven’t quite untangled
this, but if we can make it better, perhaps it could be part of the report.

P.S. | should note that the President said on September 10 in a meeting with advocates that he
was asking SSA for a report on all this in 30 days. When Ken said the same thing but with a later
start point, we told advocates we would fold it all into one report. So this report would presumably
go to the President and the world simultaneously. The alternative of sending it first to us and then
to the world does not seem smart.
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October 13, 1997
Ken Apfel
Commissioner

Social Security Administration
500 "E" St., SW
washington, DC 20254

Dear Ken,

My recent letter to Arthur (cc to you) on SSI child
disability data suggests that you may not be getting the data that
yvou need to provide the comprehensive remedies needed for the
pregram. For example,

1. Reconsideration reversals: Have you been told what the
closest "historical" recon reversal rates have been? Although
there is no easy direct precedent, historically recon reversals are
about 10% over the 40 year history of the DI program and 25 year
history of the $SI program (give or take a few percentage points) .

So, even if the reversal rate drops to 50%, or 40%, or
30%, it is still extraordinary and unprecedented bespeaking
systemic errors when compared to any vhistorical" index.

what I find disturbing is that at our meeting you made no
mention of this, only the agency defenses that the numbers are
small, and are coming down. Interestingly, the weekly "status
report" , although referring to "historical" levels elsewhere,
doesn’t for recon reversals. If you are not getting past recon
reversal data, this becomes not only our problem but yours as well.
You cannot function with people around you defending the status
quo.

2. Appeal rates: The "status reports” say that the appeal
rate for children {about 49% now, but we have yet to be given real
numbers), is at "historical" levels. But the only direct precedent
are the appeals for readjudication which took place in 1991 and
thereafter from the Zebley class notices when 91% (or 338,255
children appealed out of 369,680 who received notices) appealed.

Again, I ask have you been told of this 91% appeal rate?
If not, why not? Then the question why 91% then and 49% now?
The notices were better; we helped write them and to include our
"800" number. There was outreach including personal public appeals
from then Commissioner Gwen King. And local offices weren't hostile
to appeals as many clearly are now, setting up lots of obstacles.

3. New initial allowance rates: Why weren’t you briefed
before our meeting? Under the new law over 300,000 new initial
child claims were decided vs. about 225,000 redetermination
decisions, clearly the majority of determinations made.
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The similar problem exists of enormous variations in
state initial allowances exists, see, e.g., Miss. 15%, La. 18%,
etc. as well as a very low national average rate of 32% compared to
42% for the pre-Zebley period when a similar Listings policy was

extent.

Oour concerns are here twofold: that you get the data vyou
need that might not be forthcoming in reports coming to you, and
that we get the data we believe we need and have asked for.

Among the data we have yet ¢to receive, data also
requested by Mrs. Eunice Kennedy Shriver are:

-- cessation numbers and rates of children reviewed when
turning 18 (these are IFA and Listings children, so termination
rates in the 50-60% range, akin to IFA cessations, means serious
trouble as a majority of these are people who have received SSI
because they met the Listings);

-- breakdowns of data within the large mental disorders
category (where, e.g., Listings level children with "maladaptive
behavior" were also reviewed with IFA children);

-- race and ethnicity data (also requested by Sen.

Mosely-Braun) ;
-- actual numbers of appeals taken per state and numbers

of appeals with benefits continuing pending appeal.

General Counsel

P.S. If you have time on Tuesday, while in Philadelphia, give a
call as I'd love to speak with you in person ($81-3742}.
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$SI Childhood Disability Cessations, Ddial.|(,
New Initial Allowances, and Reconsideration L7
Appeal Reversals
Cumulative Through 10/04/97
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State (DDS) Initial Total New Initial Recon
Cease Ceased Allowance Reversal
Rate (%) Rates (%) Rate (%)

-

National
Totals

Mississgsippi

. .
Texas 79.0 8,556
Montana 78.4 sz | a0 | s |

Louisiana

Arkansas

Kansas

Oklahoma

Tennessee

Missouri

Illinois
|South Carolina

Rhode Island 69.6 521 29.7
Georgia 69.1 3,010
Nebraska 68.6 589 33.3

New Mexico 67.4 787 31.7
North Dakota 66.9 113 39.3

I Wisconsin 65.3 3,430 || 32.5
—
ohio 65.1 7,180 | 32.3 | :

*The pre-Zebley, 1989 new initial allowance rate, when a similar Listings-level policy
was in use, was 42%.
evistorical reversal rates at reconsideration ("recon"), the first step of appeal, are

about 10%.



Initial Total New Initial Recon
Cease Ceased Allowance Reversal

Rate (%) Rates (%) Rate (%)

“"“"“:::::::I::: :::::::: . |

New Hampshire 57.8 160 42.9 l
Connecticut l 56.3 647 36.1
Idaho 56.2 590 42.1 l

e ——

&Maine 55.9 277 37.4

s ——r - e —— e ——————
— - ———

State (DDS)

IColorado 55.4

\#

Maryland 53.2
Vermont 52.4

|Virginia 52.0

51.8

Wyoming

Massachusetts

Delaware 47.7

|A1aska 46.9 I
46.7

Michigan 46.3
Arizona 44.7
Kentucky 44.1

1=
[1~9
[

New Jersey

North Carclina 43.6
South Dakota 43.5
Oregon 41.0 I
Minnesota 40.0
Pennsylvania 39.9

California 39.7

Nevada 38.3

Hawaii 36.8

36.4

Source: Social Security Administration, Office of Disability,
Social Security Childhood Status Report {19397)

H
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October 16, 1997
Harriet Rabb CL,jT%V“L’
Chief Counsel
U.S. Dept. of Health and Human Services
615F Humphrey Building
200 Independence Ave., SW
Washington, DC 20201 .
Re: SSI and Medical Assistance

and
Disabled Children

Dear Harriet,

Following our phone call last week we have not been able
to receive from HCFA any assurance that the two problems we
articulated to you, their acting chief counsel and then to HCFA
program staff would be satisfactorily addressed at this time.

As a result we are giving you notice that we will initiate class
action litigation against Secretary Shalala and HCFA unless an
immediate remedial response is forthcoming.

The two problems needing resolution, and set forth in
more detail in the enclosed letter of October 10, 1997 to Judith
Moore, Deputy Director of HCFA’s Center for Medical and State
Operations, are:

{1} the failure of HCFA to implement, via instructions
to state Medicaid agencies, the grandfathering provision providing
for continuous, uninterrupted Medicaid eligibility for any children
terminated from SSI child disability benefits, Sec. 4913, Balanced
Budget Act; and

(2) the planned implementation policy of allowing states
to require an entirely new application for Medicaid for children
already cut from SSI since July 1, 1997, most of whom were cut in
violation o©of HCFA policy mandating automatic eligibility
redeterminations to keep people on Medicaid even prior to the
Balanced Budget Act amendment.

We and co-counsel have already filed a class action
against the Georgia Medicaid agency which has now admitted to that
at least 1,700 disabled children cut from S8SI were also cut from
Medicaid without any inquiry to determine whether they remained
eligible under another provision of the Act. The failure of HCFA to
issue implementing instructions and HCFA’‘s plan to implement a re-
application policy that will further impede Medicaid eligibility
constitute viclations of Section 4913 and other federal law.
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You may reach us at (215) 981-3742 ( or -3773) to remedy these
issues without the need for litigation.

incerely yours,

JONATHAN M. STEIN
General Counsel

RICHARD P. WEISHAUPT
Senior Attorney

cc: Secretary Donna Shalala
Nancy Ann Min Deparle, HCFA
Judith D. Moore, HCFA
Bob Jay, HCFA Acting General Counsel
Chris Jennings, Domestic Policy Counsel, The White House
Senator Edward Kennedy
Mrs. Eunice Kennedy Shriver
Claudia Schlosberg, National Health Law Program
Marty Ford, The Arc
Herb Semmell, National Senior Citizens lLaw Center
Chris Koyanagi/Rhoda Schulzinger, Judge Bazelon Mental Health
Law Center

Marilyn Holle, Calif. Protection and Advocacy
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National Health Law Program, Inc.

1101 14* Street, NW, Suite 405 0 Washington, DC 20005 0 (202) 289-7661 0 Fax (202) 289-7724
nheipdc@healthlaw.org O htp:/Awvww.healthlaw.org

October 10, 1997

Judith D. Moore

Deputy Director

Center for Medicaid and State Operations
Health Care Financing Administration
Department of Health and Human Services
7500 Security Boulevard - -

Baltimare, Maryland 2] 244- 1850

Dear Judy:

Thank you for your response to our letter of July 31, 1997 regarding implementation of BBA's
restorstion of Medicaid benefits to children losing SSI under the welfure law. We are pleased that
HCFA agrees that children who lose SSI under the new definition of disability will be deemed
mandatory categorically needy for Medicaid eligitility purposes. However, your response: in Paragraph
$ is deeply disturbing. ‘Specifically, you state: “HCFA does not believe the States should be prohibited
from requiring that terminated children reapply {in order to be reinstated to the Medicaid program)]. “

In enacting the Balanced Budget Act, Section 4913, Congress restored Medicaid eligibility to an
identifiable group of children: children who were receiving SSI cash assistance as of August 22, 1996
and who, but for the operation of the welfare law, would contimue to be cligible for such cash
assigtance. Congress understood what the Social Security Administration has been reporting --
thoysands of children who are being terminated from SSI have serious illnesses and disabifities and
remain in dire nced of medical assistance. Requiring these “grandfathered” children to reapply in order
10 b reinstated to the Medicaid roles undermines Congress' intent and conflicts with long-standing law
andpohcy ItmaboeommytoprmdanCHmonsmongcommmwassmthatolﬂdnn

receive adequate heaith coverage.

Under the Medicaid statute and HCFA policy, when en individual is about 1o jose Medicaid, the
State is required to make an ex parte redetermination of the individual’s Medicaid eligibdlity under all
other cbigibility categorics. Indeed, last year, you personally drafted specific guidance clarifying that
“[states] should inform the individual that reapplication is not necessary to retain Medicaid
The purpose of the ex parté redetermination is to assure that Medicaid continues until there is an
affirmative finding of ineligibility. The law and HCFA policy squarely place the onus on the state
ageacy, and not the bepeficiary to initite the review process,

In the instant situation, Congress has decreed that these children remain eligible for Medicaid

under the old Zebley standard, Although soms children have alresdy been terminated frorn SSI and
therefore Medicaid, those determninations were made under the new standard. There has been no

.04
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affirmative finding of ineligibility under the old Zebley standard. Furthermore, it is important to note
that SSI terminations under the welfare law were effective beginning July 1, 1997, while the BBA
restores eligibifity effective July 1, 1997. Thus, Congress assured that there would be no period of
ineligibility for these chfldrén. Moreaver, except in rare cases, the 60 day SSI appeal periodl during
which Medicaid must continue would not have expired prior to when the grandfither provision took
effect. Therefore, these children ought to be contimued sutomatically on Medicaid.

Absent automatic continuation and reinstatement for those terminated illegelly, the burden of
proving cligihility shifts to the children in the “grandfathered” group. We know from past experience,
that requiring reapplication will result in loss of coverage. Furthermore, without Mediczid or other
ingurance, these chikiren are likely to encounter significant obstacles in trying to develop the medical
evidence necessary 1o complete their apphications. Furthermore, there can be significant delays between
the filing of the application and when t is acted upon. States have 90 days to make a detesmination
when eligibility is based on disahility, 42 C.F.R. Section 435.911, and we know from expesience that the
deadline is oftep missed. Smmwwmluvetomkedetummonsbasedonadmbm:ystandmd
that no longer applies to SSI, conplicating the issue. Some state Madicaid agencics have pot had
expetience making disability determinations for SSA, so a new disability unir will have to be established
and teained, while complex inter-agency relationships will need to be revamped. In the interim, thess
eligible children will have no access to on-going medical care for many months if a new application i
required. '

Finally, our monitoting of state activity reveals that at least one state, Georgla, is systematically
terminating children from Medicaid despite pending SSA appeals and without conducting ex parte
redeterminations, We have also encountered other reports of erroneous or illegal terminations.
HCFA’s policy of not prohibiting states from requiring grandfathered children from reapplying
cffectively condones these illegal and erronsous terminations.

Wetrﬁstﬂmﬁuwﬂlgivcomeomwiousconsiduaﬁon.andaskthatth_epolicyregudmg
reapplications not be finalized or published. We also would like an opportunity to meet and to discuss
this farther. Please call me so that we can schadule a meeting immediately on this issue.

b, -
/ e

Clsudu Schiosberg {
National Health Law Prdgmn

P.05
215 961 0438:8 3
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Jonathan Stein
Commmumity Legal Services, Inc.

Codiod P Wi htpt

Richard P. Weishaupt
Cormmmity Legal Services, Inc.
Mbity Grd

Marty Ford
The Arc

Mn Soque. Netno
Mazrilyn Holle
Protection and Advocacy
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Nationel Scnior Citizens Law Cemer
R
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88I Childhood Disability Cessations,
New Initial Allowances, and Reconsideration
Appeal Reversals
Cumulative Through 10/04/97

State (DDS) Initial Total New Initial Recon
Cease Caased Allowance Reversal
Rate (%) Rates (%) Rate (%)

National
Totals 59.8 135,841 32.2* | 57.6%*n
Mississippi 82.2 4,774 l 15.7 45.0

Texas " 79.0 8,556 [ 26.4 39.1

Montana 78.4 352 I 34.0 35.5
Iowa 77.0 1,233 1.1 48.0
Louigiana 76.8 8,475 18.0 100.0
Arkansas 76.4 4,027 20.2 48.5
Kansas 75.7 1,803 27.6 58.3
Oklahoma 75.5 1,062 28.1 22.1
Tennessee i 73.6 3,722 28.1 39.2
Alabama B 72.6 4,374 23.3 19.4
Missouri ¥ 72.5 4,226 22.6 94.9
Illinois 70.6 8,485 30.2 100.0
South Carolina 70.5 2,624 ‘ 28.7 100.0
Rhode Island éﬁ;ﬁ 521 29.7 65.4
Georgia 69.1 3,010 50.9
Nebraska ' 68. 589 62.5
New Mexico i 46.2
North Dakota 20.0
Wisconsin b 94.4
Ohic 100.0
West Virginia 17.3
New York 80.8
Indiana 93.5
Utah 60.0
Florida &3 41.9

g
*The pre-Zebley, 1589 new initial allowance rate, when a similar Listings-level policy
was in use, was 42%,.

*+*Historical reversal rates ac reconsxderatlon (*recon"), the firsc scep of appeal, are

about 10%.
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State (DDS) Initial Total New Initial Recon
Ceaase Ceased Allowance Reversal
Rate (%) Rates (%) Rate (%)
New Hampshire 57.8 160 42.9 83.3
Connecticut ! 56.3 647 36.1 78.0
Idaho 56.2 590 42.1 54.7
Maine 55.9 277 37.4 61.5
—
Colorado 55.4 945 46.5 94.9 |
I ..,.l
Maryland 53.2 1,516 41.3 " 70.8
#_
Vermont 52.4 193 _ 41.9 85.7
Virginia " $2.0 3,910 33.3 50.0
X1
Wyoming 51.8 147 .8
Massachusetts i 50.8 2,183 .2
Delaware ' 47.7 217 .0
Alaska 46.9 B3 .2
washington 46.7 871 .9
Michigan 46.3 4,981 .9
Arizona 44.7 1,014 .5
Kentucky 44.1 3,088 .4
New Jersey ;ﬁ 44.1 2,206 .8
North Carolina’ 43.6 4,760
o m
South Dakota 43.5 229
Oregon 41.0 375 51.2
- ——.
Minnesota 40.0 1,146 55.0
Pennsylvania 39.9 4,908 ] 32.1
— e ———
California 39.7 4,837 I 47.5
e ———
Nevada 38. 3 194 |  as.0 |
Hawaii k 36.8 28 || 58.4
D.C. W 36.4 211 41.1

Source:

Social Security Childhood Status Report {19%7)

(i
Social Security Administracion, Office of Disability,
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Aid for 135,000 Children

" m Benefits: Many cases wrongly tlosed, advocate groups
say. Social Security officials insist evaluations are fair.

By JOCELYN Y, STEWART

| TIMES STAFF WRITER

8
ol
rrp

Richard started talking about

"killing himself when he was 5%

. yearsold

He was niot joking. He was not

being manipulative. .
*] didn't see him Lry to attempt
it,” said Richard's mother. “It's just

« the fact that | wias hearing it—that

his mind was going there—that
was alarming and suggested we

- should address it"”

Now Richard is 11, on medica-
tion for attention deficit disorder,
and in therapy with a psychiatrist
and a psychologist for depression.
He is also one of the more than
135.000 low-income children
nationwide who have received no-
tices saying they are being cut

. from the disability rolls.

The terminations are a conse-
quence of a controversial section of
the 1996 federal welfare overhaul

. )

calling for a redefinition of child-

.hood disability. In February, the

Socia) Security Administration be-
gan a review of more than 200,000
low -income children who had been
receiving monthly supplemental
securily income and medical ben-

" efits. Children who are judged as

nol meeting the new criteria are
being dropped from the assistance
program. ‘

“We're not talking “about kids
thal suddenly got better,” said
Julie Justicz, who is heading an

. American Bar Assn. effort to assist

families nationwide in appealing
the terminations. *“The kids have
not changed; what's changed is the
definition of disability."

The Social Security Administra-
tion says that children who have
been cut from the program are not
severely disabled and Lhat evalu-
ations conducted in recent months
have been fair.

Pleasc see CUTS, A23
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“He's very concerned about that
program and has pledged to the
Senate and the nation that he will,
very first thing, look at that pro-
gram,” said John Trollinger,
spokesman for the administralia 1.

For families who have been
terminaled, the impacl is' already
being fell. The income loss has
brought a sudden change in their
lives—and an uncertain future.

“This past month has been very
difficull,” said Richard's mother,
who received her last monthly
check for $534 in August. “Noxt
month, it will be impossible.”

According Lo the Social Secuyily
Administration, of the 135,841 chii-
dren whe have been cut, 12616
were classified as having a mental
disorder. That category includes
chiidren with personality discr-
ders. conduct disorders, maladup-

. live behavior, learning disabilities
and attention deficit disorder. And
3,128 were diagnosed with a
Physiologically based neurclogical
condition, In addition, 4,255 chi)-

disability. He is not in a wheelchair
or on crutches. He has no visible
signs of limitations. Yet they are
painfully evidenced in his life ev-
ery day, and have been since
kindergarten, she said.

A series of lrips to medical
centers led to the discovery that
the boy suffers from learning dis-
abilities and hyperaclivily as well
as depression, :

Tnough the therapy and medi.-
cine have helped, Richard is still
subject lo bouts of depression and
crying, @ child for whom simple
tasks are trials: learning to read,
learning to control his impulses,
learning to understand himself, his
mother said.

Over the years, his mother has
Epun an intricate web of support
around her son. She is a full-time
homemaker and advocate, working
with schools, therapists, psycholo-
Eists and tutors 1o help him learn to
navigate the world.

“The reason I've been abie Lo
maintain him at home is becauge

Cantinaed from Al said. “These children coming off The $534 Richard's motner re-
Children's advocates, who have the rolls are not fakers but children ce[ved each mopth pa_ud _for his
been acrambling {o locate ﬂﬂdll:;" who {once] met a standard tha: is s:;g;a;; 'f":r;::: ﬂ:::a}l:af:n ::g
3, icter.” .
gﬁlml:ﬁ;c‘:mwg ::f? with now stricter ] aides, and extracurricular activities
. designed to help him adjust so-
ﬁotgle::neﬂ;ymtflsfglpmng : -""ﬁ F acinga Future ciall? SSI also covered Richard's
Social :Security Administration . to 4 Under New RU]CS appo;r?lmgnts with physicians and
halt its remaining reviews until the i psyc :aln.:;s. th-grader’s ben
{ssues canberesolved. . &k arents Iikg Rif.'hard's {whaose _Before e 8 l'g"' 3{:1_1;]_5; Is or:
. “Thé first round of terminations e real name is being withheld by . efits were terminate . : cials or-
were. o shoddy and rushed and The Times) say the benefits have dered his mother to take hi: i
hirried, it has resulted in tens of 4 helped their children. Without psycholog:slt. for an exarrlusna ion
tousands ‘of severely disabled g them, they say, their children face that }_asled ‘no more than 15 min-
:thildren being wrongly terminated - the risk of severe reversals, and Ulffr she said. 4 N .
In the Isst months,” gald Philadel- families as a whole wil! have little IY‘J'-{ ca!m;gl do a M ‘;mufd
phia sttorney Jonathan Stein, who ability to support themselves. E;’? uau;n in ! mxknute_S. 8 le 82 k
-perves as gn advocate for disabled SSI advocates say the cuts t's a sham. it es Lime Lo pic
‘thildren. '] belleve the evidence is caused by the federal welfare up what : going °"'l.
T now tojustify a halt and a review overhaul could have the ironic Now she is appealing. N
of these kids already cut.” . effect of forcing some families who lhfl:t:?!u;f "agggf;sf::;;“'as eg:;_-
vate last month, Kenneth S, lose_benen_ts other e tection & Aadgvocacy on Wilshire
Aplel, the nominee to be director of R Richard's mother knows that her Boulevard have been preparing o
the Social Security Administration, i 50n's condition :"35 not fit with !-hg help with appeals for people Hke
- promised a 30-day “top:to-hol- " :fagznplcturlee lt:itnfogxfeslhl: :‘::d Richard's mother. By law, no
tom'’ assessment of the reviews, ¥ by child’s benelits could be cut before

July 1, but since then the advocacy
group has fielded calls from scores
of families who are appealing ter-
minations, said atlorney Melinda
Bird. The group pravides same
assistance and refers many families
to attorneys who offer free serv-
ices or services on conlingency.

Richard's mother, who also re-
ceives about §500 8 month from SSI
for her daughter, u;il_lh_ag___cuomy
the attarnev assisting her,

“The appeal process is the one

hope many families have for re-
taining benefits. But it is what
distresses Bird most. :

So far, of the more than 4,800
families who have lost benehits in
Calitornia, fewer than 400 have
appeated. “The appeal rate is so
low and Lhe success rate, if you do
appeal, is 80 great thal any incen-
live we can give to appeal we
should.”

The number of families whoge
benefits are restored on appeal
“show essentially how bad and in

dren with fespiralory problems I've been s0 aggr essive lo get the error the termination decisions
such as asthmga have been dropped. $upport sysiem, his mother said. have been,” advocacy attorney
"Overall, nationally the o s That task, coupled with the Stein said

We have i3 not surprising,” said
Su.-.aq Daniels, the administration's
associate commissioner for disabil-
fty. "1t is right on targel with the
eslimates that were expected.”

The new {aw requires that eli-
ible children have impairments
that are marked and severe.

“Manv af tha ahildaasm basie —.t0 s

needs of her teenage daughter who
Is physically disabled, consumes
her days. She has not worked
cutside the home for three years,

“I couldn't really hold my job

- down becausge of the kids,” said the
former home health care nurse, -

g® becare o much 10 han.

Rlothe drccbmee otra o _ 3 0s

But the administration’s Daniels
said the agency does not yet have
encugh data to reach any conclu-
sions. “That could change dramati-
cally,” she said,

Advocates say that key infor-

mation about the appeal process Is
havriad in the dame o o0 .0 L L
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quickly. Accarding to the admints-
Lration, families have 60 days to
g’peala;enrmmm But families

“aontinue .ty receive. benefits
during.the Arst level of appea) if

-Abey request a continuance wi :
-10.days Some may mot mdt?hf: :

letter tharoughly and may misg

- this smal) window, Bird sajd.

V{hen Gwendolyn Law of South

" Lod Angeles read the'termination -

lotter, sbe mistakenly: believed it
was related (0 her son's placement .

sion was clesred.. 10 ‘days hat'

?med.

.14My ‘on’'s problems to-me aré.

severe," sald Law, who i3 appeal. -

" log the termination. After .Bird

wrote & .declaration 10 SSI ex-
plaining: Law's confusion, the
boy’s benefits were restored, and
will. remain in place while sbe. .
appeals. . o
In Richard's case, his mother
said the 10-day window had passed
before she .was able o get forms
filled out by the mediczl personne]
who had treated herson. = '
In a letter to Apfel, US. Sen
Paul Wellstone (D-Minn,} has .
called for a short moratorium on
terminations and “an effort under-
\aken promptly o educate families

facing & loss of benefits about their . -

rights to appeal.™ :

Groups Fight .

to Help Parents

long with other groups, the

American Bar Assn has re-
quested that the Social Security
Administration include .with the
termination letter a list of hotline
numbers and legal services’ phone
numbers, calling the act a “simple,
fair step” that would assist families
in the review process, !}

The administration has refused.

“What we do is offer that infor-
maticn when the families come in
to inquire aboul the loss of ben-
efits,” Trollinger said. ' '

But parents and advocates argue
that some SSI workers add to the
confusion.

Advocates from across the coun-
try have collected affidavits from
famnilies who say they received
inaccurate informalion—and often
harth lreatment—from local SSI
wotkers. The affidavits tell of
workers who refused to give out
the appeal form and others whe

_told familles that thay sxould be

forced to repay money received
while eppealing if they do not win
the case, Stein said.

Rachel Shigekane of the Volun-
teer Legal Services Program, an
arm of the ABA in San Francisco,
is encourzging families to appeal.
Even if a family loses the case, she
point out, the administration has
the option of waiving the repay-
ment if the appeal was filed in good
faith.

“When terminaung a child frem
SSI, you're talking about deatabi-
lizing families,” she said.

After Sally Magnyson's son was
terminated, an SSI worker told the
San Francisco resident that the
oftice would not send her an appeal
form because Magnuson had mo
new information on the boy's con-
dition to supporl his appeal, Mag-
nuson said.

Magnuson persisted and ulli-
mately received the form. Her
14-year-old son has dyslexia and
other learning problems.

*Thig whole thing has been like
a shock,” Magnuson said. “They're
treating us Jike criminals now, and
we v e epcouraged [in the years
before the 1996 weliare law]
apply. . . . IWsdemeaning.”

Children’s advocates and advo-
cates for the poor have questioned
the huge disparity in the termina-
tion rates between different stales.

suggesting that the Jaw is bein§ i

applied unequally.

In Mississippi, of the children
whose cases have been reviewed,
82.2% have been terminated. In
California, the rate is 39.79%.

“QOlven .those discrepancies,
many advocates leel Social Secu-
Hty should atop reviewing these
cases until they figure oul why,”
the ABA's Justicz said. “There's no
reason kids in Mississippi should be
losing benefils at 2¥% times the rate
of kids in Michigan.” .

Daniels argued that the popula-
tions are different and those differ-
ences come inlo play when looking
at termination rates. ,

“Because they’'re  different
doesn't mean they're wrong.” she
said. “IL just means they're differ-
ent"”

What lies ahead for familles ilke
Richard's is uncertainty. Appeals
can last for up to & year. But his
mother is looking even . further
down the road. .

“I'm looking at making sure he

" ean be functionally independent,

be able W hold a job and be able 1o
function in society and be a re-
!_polzﬂblg. citizen,” she satd. *That's
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Record Type: Record

To: Bruce N. Reed/OPD/EOP, Elena Kagan/OPD/EOP, Cynthia A. Rice/OPD/EQOP, Jacob J. Lew/OMB/EOP
cc: See the distribution list at the bottorn of this message
bcc:

Subject: Re: President's Committee on Mental Retardation on Children's $$I F‘:ﬂ

FYI, it looks like the President’'s Committee on Mental Retardation has decided that a meeting with
Ken would be more productive than issuing a report.

Diana Fortuna

Record Type: Record

To: Bruce N. Reed/OPD/EOP, Elena Kagan/OPD/EOP, Cynthia A. Rice/OPD/EOP, Jacob J. Lew/OMB/EOP

cc: See the distribution list at the bottom of this message
Subject: President's Committee on Menta! Retardation on Children’s S5l

Bill White of Public Liaison and | just learned that the President's Committee on Mental Retardation
wants to issue a report in the next few days saying that SSA is mishandling its redeterminations of
children’s eligibility for SSI under the new standard. The draft report pretty much repeats all the
criticisms that the advocates have been making -- SSA's review process is not reliable,
questionable, suspect; employees are unprepared and overworked; we should have a moratorium
on case reviews; and SSA’'s interpretation of the statute itself should be reviewed.

The President's Committee is housed at HHS, but its committee members are presidential
appointees who are experts in mental retardation. Several have ties to the Kennedy family; the
Committee itself was begun by President Kennedy. They have apparently already voted to issue a
report.

Since Ken Apfel is in the middle of the 30-day review of these issues that he promised at his
confirmation hearing, Bill and 1 have suggested to the Committee’s executive director that perhaps
a meeting with Ken would be an alternative to issuing a public report. He's going to get back to
us. A second alternative that we have not yet suggested is that the report could simply
recommend the items Ken should be looking at in his review, without repeating the litany of
criticisms of SSA.

Message Copied To:

William H. White Jr./WHO/EOP
Barry White/OMB/EOP

Keith J. Fontenot/OMB/EOP
Richard E. Green/OMB/EOP
Laura Emmett/ WHO/EOP
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Record Type: Record

To: Joshua Silverman/WHO/EOP, William H. White Jr./WHO/EOP
cc: Elena Kagan/OPD/EQP, Cynthia A. Rice/fOPD/EQP, Richard E. Green/fOMB/EQOP
bee:

Subject: Re: SSI @

If you think it would be helpful to us to say this, and the risk of putting him in the story is minimal,
then | think that's fine to talk ahout what happened yesterday. What do you think, Bill? It may he
a bit confusing that there are two 30-day reviews (the President's, which started yesterday, and
Ken's, which will start the day he's confirmed). Maybe we can merge them if Ken is confirmed
very soon. But the main message is that the President is concerned about this and has asked SSA
to report to him on it. Here's a draft talking point.

The President believes that it is critical that the process for redetermining the eligibility of 288,000
children for SSI benefits be conducted fairly and consistently, and he knows that there are
concerns about that process, such as the variations among the states in the resuits of those
redeterminations. He understands that Ken Apfel, whom he has nominated to be Commissioner of
Social Security, said yesterday that he will conduct a top-to-bottom review of SSA's process within
30 days after he is confirmed. In addition, as the Prasident told representatives of the disability
community yesterday in a meeting at the White House on a number of topics, he has asked the
Social Security Administration to report to him on their process in 30 days. [The report is
presumably due to us on October 10.]

[Here's one on whether our reg is too strict, but | would avoid getting into this if possible and
just focus on the process:] When the law was enacted, SSA examined the evidence

and interpreted the law to create a standard that was consistent with its best reading

of congressional intent. SSA does not believe that a more liberal interpretation is

legally possible.

Another talking point if you need it: The Administration is pleased that, as part of the
balanced budget, we were able to grandfather Medicaid benefits for all these children, so
that none of them will lose health insurance.

Joshua Silverman

Record Type: Record

To: Diana Fortuna/OPD/EQP

cc:
Subject: S5I
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September 24, 1997

John Callahan, Acting Commisssioner
Social Security Administration
500 "E" St., NW
Washington, DC 20254
Re: S8SA’'s "Random Sample/ Case Studies"
Report on Childhood Disability
Dear John,

We write to ask that you rescind or revise the above
report dated 9/3/97 and recently released to the media and Congress
in light of major misrepresentations in it that distort the picture
of what is happening to disabled children terminated from SSI.
These misrepresentations unfortunately undercut what appears to be
a genuine effort of Ken Apfel to address serious problems in the
program,

The first all-capitalized words, "RANDOM SAMPLE", at the
top of the report, is simply untrue. A conscious selection of cases
was made at regional DQB offices of cases that were then sent on to
headquarters. This was not the automated, true random sampling that
carries with it a social science legitimacy. (The cases originally
came from a randomly obtained QA pool, but then personal,
subjective decisions were then made as to what cases would be sent

to HQ.)

Also untrue was the critical preamble description that
the former IFA test qualified disabled children "if they had only
moderate [emphasis in text] 1limitations in three areas of
functioning." (Page 2 of 3.) This misrepresentation of the IFA test
totally excludes the children qualifying under your agency
regulations with "one marked and one moderate" limitations. The 40
cessations the listed continues this misrepresentation by not
including even one child with "one marked and one moderate" losing

SSI.

It is a disservice to these children and to the Congress
and the public not to show that the present test is intended and
does in fact disqualify children with one "marked" problem in
addition to the at least one other. (The glossary by failing to
define "moderate" leaves its meaning nebulous, even though your
agency had defined it as a child with "considerable" problems in
functioning. Again the message in amplified that no serious
disabled children are being cut.)}

The agency to be fair must level with the public as-some
Ssa staff have done privately or to select audiences that children
with some very serious problems are being cut. Thus although Ken
Apfel candidly told the Senate Finance Committee on Sept. 10, 1997



“a

that his "biggest concern was mentally retarded children" being
terminated, not one of the 40 cessations is a MR child. And with
50% of the 40 cessations listed being ADHD, I daresay that there
is no basis to suggest that 50% of the children reviewed or cut are
ADHD, an additional misrepresentation that plays directly to the
worst stereotypes of the SSI program.

The report could have further reported that none of the

cessations evinced fraud, coaching, or a gaming of the system, the
main catalytic allegations that brought us these changes.
As well the report could have distinguished those cessations where
there was apparent medical improvement so as to not to falsely
credit an overly strict new test with this result as the simple
imposition of CDR reviews, without an overly strict test, could
have produced this result.

The agency owes the public an honest rendering of what is
going on. The primary misrepresentations in this report need prompt
correction, and we trust that this will be forthcomingcfrom you

shortly.

Let me further take this opportunity to say that since
our September 3, 1997 meeting we have not received word of the
promised meeting with OPIR and quality assurance staff, nor have
we received the information that we and Mrs. Shriver have requested
in light of your stated practice of openness with us, Also, I have
received but one response to the almost three dozen cases presented
to you. (The decision to terminate the double amputee young woman
from New York was reversed, but the problem with other excessive
terminations of others turning 18 years of age, most of whom were
Listings awards, still stands.)

cergly yours,

ONATHAN M. STEIN
General Counsel
cc: Ken Apfel, Commissioner-designate

Sheila Mathews, Deputy Chief of Staff, The White House

Elena Kagan. Domestic Policy Council, the White House

Arthur Fried, Chief Counsel

Judy Chesser, Deputy Commissioner

Susan Daniels, Assocliate Commissioner

Mrs. Eunice Kennedy Shriver

Marty Ford, The Arc

Rhoda Schulziner, Bazelon Center for Mental Health Law

Dr. Joel Alpert, Vice-President, Amer. Acad. of Pediatrics
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Record Type: Record

To: Nelson Reyneri/WHO/EOP
cc: Elena Kagan/OPD/EQP, Cynthia A, Rice/OPD/EOP, Laura Emmett/WHQO/ECP
bec:

Subject: Re: Meeting with SSA on children’s SSI 30-day review E;j

SSA should come in with the list of problems that the advocates have raised, and for each one they
should tell us what the preliminary results of their review is -- i.e., advocates say that variations
among states in the percentage of kids cut off means that the rules are being applied .
inconsistently; SSA's review found.....

| assume you're including OMB in the meeting.

Nelson Reyneri

Nelson Reyneri
10/22/87 10:14:10 AM

baratin S

- Anm

Record Type: Record

To: Diana Fortuna/OPD/ECP

cc: See the distribution list at the bottom of this message
Subject: Re: Meeting with SSA on children's S5| 30-day review {_}J

Will do. Please let me know if there are others we need to invite, as well as your thoughts to how
best to focus the meeting, eg, what are the key topics for discussion.

Meassage Copied To:

Elena Kagan/OPD/EQP
Cynthia A. Rice/OPD/ECP
Laura Emmett/WHQ/EOP
June G. Turner/WHO/EOP
Sylvia M. Mathews/WHO/ECP
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Septempber 24, 1937

John Callahan, Acting Commisssioner

Social Security Administration

500 "E* St., NwW.

wWashington, DC 20254

Re: SSA's “Random Sample/ Case Studies"
Report on Childhood Disability

Dear John, .

We write to ask that you rescind or revise the above
report dated 9/3/97 and recently released to the media and Congress
in light of major misrepresentations in it that distort the picture
of what is happening to disabled children terminated from SSI.
These misrepresentations unfortunately undercut what appcars to be
a genuine effort of Ken Apfel to address serious problems in the
program.

The first all-capitalized words, "RANDOM SAMPLE", at the
top of the report, is simply untrue. A conscious selection of cases
was made at regional DQB offices of cases that were then sent on to
headquarters. This was not the automated, true random sampling that
carries with it a social science legitimacy. {(The cases originally
came from a randomly obtained QA pool, but then personal,
subjective decisions were then made as to what cases would be sent
to HQ.) '

Also untrue was the critical preamble description that
the former IFA test qualified disabled children "if they had only
moderate f{emphasis in text] 1limitations in three areas of
functioning." (Page 2 of 3.) This misrepresentation of the IFA test
totally excludes the children gualifying under your agency
regulations with "one marked and one moderate" limitations. The 40
cessations the listed continues this misrepresentation by not
including even one child with "one marked and one moderate" losing
SSI.

It is a disservice to these children and to the Congress
and the public not to show that the present test 1is intended and
does in fact disgualify children with one "marked" problem in
addition to the at least one other. (The glossary by failing to
define "moderate" leaves its meaning nebulous, even though your
agency had defined it as a child with vconsiderable" problems in
functioning. Again the message in amplified that no serious
disabled children are being cut.)

The agency to be fair must level with the public as some
gSA staff have done privately or to select audiences that children
with some very serious problems are being cut. Thus although Ken
Apfel candidly told the Senate Finance Committee on Sept. 10, 1997
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that his "biggest concern was mentally retarded children" being
terminated, not one of the 40 cessations is a MR child. And with
50% of the 40 cessations listed being ADHD, I daresay that there
is no basis to suggest that 50% of the children reviewed or cut are
ADHD, an additional misrepresentation that plays directly to the
worst stereotypgf of the S5I progdram.

The report could have further reported that none of the

cessations evinced fraud, coaching, or a gaming of the system, the
main catalytic allegations that brought us these changes.
As well the report could have distinguished those cessations where
there was apparent medical improvement so as to not to falsely
credit an overly strict new test with this result as the simple
imposition of CDR reviews, without an overly strict test, could
nave produced this result.

The agency owes the public an honest rendering of what is
going on. The primary misrepresentations in this report need prompt
correction, and we trust that this will be forthcomingcfrom you
shortly.

Let m& further take this opportunity to say that since
our September 3: 1997 meeting we have not received word of the
promised meeting with OPIR and quality assurance staff, nor have
we received the information that we and Mrs. Shriver have requested
in light of your stated practice of openness with us. Also, I have
received but one response to the almost three dozen cases presented
to you. (The decision to terminate the double amputee young woman
from New York was reversed, but the problem with other excessive
terminations of others turning 18 years of age, most of whom were
Listings awards, still stands.)

ONATHAN M. STEIN
i : General Counsel
cc: Ken Apfel, Commissioner-designate

Sheila Mathews, Deputy Chief of Staff, The White House

Elena Kagan. Domestic Policy Council, the White House

Arthur Fried, Chief Counsel

Judy Chesser, Deputy Commissioner

Susan Daniels, Associate Commissioner

Mrs. Eunice Kennedy Shriver

Marty Ford, The Arc

Rhoda Schulziner, Bazelon Center for Mental Health Law

Dr. Joel Alpert, Vice-President, Amer. Acad. of Pediatrics
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~ NATIONAL WORKLOAD STATUS
CHILDHOOD REDETERMINATIONS

SSI Childhood Recipients
Original Redetermination Workload
Continuances Screened Out Before Notices

Total Notices Sent

-Additional Continuances Screened Out After
Notices

Cases Redetermined at Initial Level
Cases Continued

Cases Ceased

Percent of Ceased Cases that Appeal Within

60 Days )
( Appeal
Cases Redetermined at Reconsiderati?n:Level

Cases Continued

Cases Ceased

Cases Terminated for Non-Disability Reasons

Total Continuances of Cases Decided
(Redeterminations Plus Screenouts)

128,290 ~Fo8%

998,280 )
988,000

23,658

© 264,342

4,666
216,381
88091 40.7% fort!

e
/f‘q, .Y X /

46.2%
3,368

2,119 —p & @39, reversal
rate at recon,

1,249 0+ fCum afoug
appeajed +o

6,624 Arst shye o)

APP-“.

118,534 48.4%

Now: Basly dsta from eppmals arv oot representative and abould oot be used for projectioas.
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President Clinton’s nominee to head the Social
Security Administration, Kenneth Apfel, promised

at his confirmation hearing this week to undertakea

30-day review of the Administration’s rules for
determining which disabled children qualify . for

Federal ald. Mr. Apfel's pledge is weicomed be-

cause the Administration’s interpretation of last

telis the Administration to tighten eligibility stand-
ards for recelving cash assistance under the Fed-
eral disability program 'Supplementary Security
Income. The question is whether the Administration

pled children.

" Under the old law, children could qualify for
Jisability payments if they suffered from 2 single
extreme disability, like an 1.Q. below 60, or from a
combination of less extreme problems, llike an 1.Q.
in the 60's along with cerebral paisy, rendering the
child incapable of functioning like other children of

the same age. Congress concluded that these func-

tional standards were lax and, despite Government
grudles to the contrary, many critics also believed
the standards were subject to fraud and abuse.
1" “The Administration interpreted some loose lan-
guage In last year's law and the accompanying
cpnference report to mean that only children with
axtreme disabilities could qualify. Tt expects the
new rules to knock out about 135,000 of the 260,000
children whose gtatus will be reviewed. In answer to
eritics who charge that the new rules are averly
harsh, the Administration points out that it expects’
o disqualify 50,000 ewer children than the Congres-
gtonal Budget Otfice expected.

., But Jonathan Stein of Community Legal Serv-

ides In Philadelphia, an advocacy group for low-

lncome families, polnts to chilling anecdotes. Under

i.
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Mercy for Disabled Children.
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- the new fules a child suffering from cerebral palsy,

-

learning problems and depression was disqualified,
as was a mentally retarded child infected with the

AIDS virus and suffering from chronic muldple
- »infections. Socldl Security officials say these deci-

+gions, if wrong, do not reflect bad rules but rather

_ -~ aberrant judgments that are the unavoidable conse- .
year's welfare law appears unduly harsh. The law -i:quence of reviewing hundreds of thousands of cases |
-.in a matter of months. . - :

. +.-Evenif that were true in these particular cases,

‘there are compelling reasons for the Administra-
.. tlon to rethjnk-is rules

tightened too much too quickly, stripping desperate- -.if

1y needed cash from the families of severely crip- ++:Island

e : writteh the Administratig

“tation ol thewellareatl,

or starters, key senators
p fig, John Chafee of Rhode
and Tom Daschle, the) minority leader, have
op 40 challenge its interpre-

Nowhere, they poi.llt';i;i.lt, does the act say that

children must have extreme disabilities to quality
for cash ald. Many senators say that the 1996 law
called for eligibility criteria tougher than the o!d
law's, but less tough than the Administration’'s.

Another disturbing fact is that about 70 percent of

the families that have appealed decisions to strip
them of disability ald have won their challenges.
That suggests the review process is riddled with
error. Unfortunately, too few families take advan-
tage of their right to appeal.

Mr. Apfel, once confirmed, needs to quickly

decide if further reviews should be put on hold while
his office checks what Congress intended, why the
vast majority of challenged disqualifications are
reversed on appeal and why too few families appeal
decisions to throw them off 5.S.1. He also needs to
know why states appear to be {nstituting the Admin-
istration’s rules differently. Only after these ques-
tions are answered will Mr. Apfel know whether the

Administration has abandoned thousands of dis-

abled children for no good reason. !
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A Harsb disa bility benefit .policy'

As part of last yeat's welfare reform legislation,
Congress and President Clinton decided to tight-
en eligiblity criteria for Social Security benefits
for disabled children, The goal was to save $4
billion to $5 billion over the next five years while
curtailing fraud — such as perents coaching chil-
dren to fake dissbilities.

Cracking down on fraud and abuse is agood
idea. But it appears that the Clinton administra.
tion has established far stri lations than

the 1996 law rﬁ' es and is denying benefits to
chi who 8 get them,

mg review the eligibil-
ity g;uirements lo determine whether it i3 cut-
ting o es n p- Congress should
MMMW& branch,

The Supplementa| Security Income pay-
ments average $436 & month for a child. There is
also federal assistance to pay for treatment and
social services, to make structural changes in
houses to accommadate disabilities and to offset
wages for parents who stay home (o care for their
disabled children. The children who get benefits

215 981 0436
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CLIFFORD L. TEUTSCH, Maragng Eduer
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are all from low-income families,

After the law passed, the administration noti-
fied 264,000 of the } million children on the dis.
ability rolls that their cases would be reviewed. So
far, the govemment has decided to cut off benefits
for 95,000 children, more than expected.

Advocates claim that children with major dis-
abllities, including some with uncontrollable dia-
betes or AIDS, have been notified that their
benefits will end. They've been cut off even
though they seem to meet the new general stan.
dard laid out in the welfare reform {aw that says
children will get benefits if they have “marked
and severe functional limitations, "

tate officials working with the federal gov-

emment are making most of the calls on terminat-
ing benefits — without ever interviewin or
Ho if

-seeing the children! How would they know if a

child has been coached to deceive? How are they
able to detect fraud?

Qhildren on such assistance should be thor-
cughly evaluated before a decision is made to
fake away benefits.
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Today's debste: WELFARE REFORM

Hai*sh"

fare rolis sinoc Iast August

But 00 agreement exists on bow much is
too much reform for some of the nation’s
mont yulnersble — dbabled children,

Supsay Rnsipl Rapplly Mty

By Numy L M, U, TORY

Fudled by tales of program atases, Con-
gress ordered a crackdown on disability
paymesis, The goek to research rumon

.- At many disbilites were fake,
- Since then, thivo

o tumupev-
of apy serious i

"peogram tuncup they'd envisxloned, the ad-
mimstration has Implemented a “radica]
overhaul” that (hils to “sdoquately protect
children with severe disabllities”

Neat week, advocates for the disabled
are schoduled to meot with the Social Secy-
rity Administration 0 argue that the new
standards need 10 bo revised,

They are right. Wellare reform’s intent
was 10 right wrongs, oot o penalize unlais-
ly children with serious disabilities.

Childres facing the greatest risk of losiag

woothly checks am
264,000 nationwick with “functionsl limi-
tations,” including roental retardation, vo-
tontrolled dizbetes or asthma. Nearly 60%
of thess have been denied the federal pay-
ments that are st 01 an income formula
and help to buy food, shelter, therapy, and
living modifications and replace in-
come of amily caregivers.

-| ter understanding and -°
[ USAu\iyonemﬁiin."_’

law hurts children |

ts government |’

peogram fand, ™

serve o3 u forum for bot-.
vaity 1o heip make tho

_—Allen H. Neubarth
Fownder, Sept. 15, 1962

. [ ] hmb
OPPOSING UEU pretect kits.
But Cangress passed the taw, and
Congrass kas te medity it.

By Jobo Chllsban -, o
The Social Security Administration rec-

‘qni:athclmpommoﬂhe&mplpnm- .

gible for the \
We know, 100, that children who do not

-Compassion is our goal

mett the new, stricter s standard

intutory
still have im 19 that are real
Mmm strvices k:"’ |

heaithy aduits. That Is why the nistra-
tion sought, and Congress legisla-

Emwwuﬂ!mewnﬂmmiormm L
covernge for those children who do not

mect the tougher, cougressionally mandat-
od standerd , Y

Making & decialon that any child with a
disabifity 18 00 loager clighvle under & strict-

John Callahan U1 acting commisitoner of the
Social Security Administration.
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Record Type: Record
To: Bruce N. Reed/OPD/EOP, Elena Kagan/QPD/EOP, Cynthia A. Rice/OPD/EOP, Laura Emmett/WHO/EOP

cc: Barry J. Toiv/WHO/ECP, William H. White Jr./ WHOQO/EOP, Barry White/OMB/EOP, Jack A.
Smalligan/OMB/EOCP

bce:

Subject: Re: Kids SSI editorial in the NY Times tomorrow @

Also regarding the attached, for some reason SSA chose today to send to the Hill and make
available to the press a compendium describing 80 randomly-chosen cases of children under
review, 40 of whom are keeping benefits, and 40 of whom are losing benefits. | just got a copy,
but haven't read it yet. SSA doesn’t think it will generate any press coverage by tomorrow,
although the NYTimes editorial board has it. Their intention was to rebut horror stories being
circulated by the advocates about kids who are clearly still eligible. But it would have been nice to
know in advance.

Apparently the NYTimes ed board does know about a case in Brooklyn where SSA erroneously cut
off a child with very serious problems.

Diana Fortuna

Diana Fortuna
09/09/97 07:40:15 PM

Record Type: Record

To: Elena Kagan/OPD/EOP, Cynthia A. Rice/OPD/EOP, Laura Emmett/WHO/EOP

cc:
Subject: Kids SSI editorial in the NY Times tomorrow

1 just heard from Brian Coyne that the NYTimes will run a negative editorial tomorrow on SSA's
handling of the SSI kids reevaluations. It will echo Jonathan Stein's request that SSA suspend
further cutoffs pending a review of their process.
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Record Type: Record

To: See the distribution list at the bottom of this message

cc: Laura Emmett/WHO/EOP
Subject: Shaw press conference on children’s SS! teday

Shaw and some other House Republicans are having a press conference today to say that SSA is
doing a good job on the children's SSI redeterminations. Apparently there is a new GAO report
saying this. SSA will keep saying what it has been saying, which is that they are committed to
doing this well, they are aware of problems in some areas, and that the nominee for Commissioner
has committed to a top-to-bottom review of the process after he takes office -- i.e., they won't
simply bask in Shaw's praise of them.

Message Sent To:

Elena Kagan/QPD/EOP

Cynthia A. Rice/OPD/EOP
Barry J. Toiv/i WHO/EOP
William H. White Jr./ WHQO/EOP
Barry White/OMB/ECP

Keith J. Fontenot/CMB/EOP
Richard E. Green/OMB/ECP




"Disabled Children Ge

Af
f,Security Administration, Kenneth Apfel, promised
at his confirmation hearing this week to undertake a
“30day review of the Administration’s rules for
wdetermining which disabled children qualify for
Federal aid. Mr. Apfel’s pledge is welcomed be-
cause the Administration’s interpretation of tast
#year’s welfare law appears unduly harsh. The law
#ells the Administration to tighten eligibility stand-
“ards for receiving cash assistance under the Fed-
“eral disability program, Supplementary Security-
f;lncome, The question is whether the Administration
“_tightened to0 much too quickly, stripping desperate-
1y needed cash from the families of severely crip-
, pled children.
. Under the old law, children could qualify for
sdisability payments if they suffered from a single
mextreme disability, like an LQ. below 60, or from a
+‘combination of less extreme problems, like an LQ.
in the 60’s along with cerebral palsy, rendering the
‘child incapable of functioning like other children of
" “the same age. Congress conciuded that these func-
,,.gionai standards were lax and, despite Government
-studies to the contrary, many critics also believed
“the standards were subject to fraud and abuse.
The Administration interpreted some loose lan-
wguage in last year’'s law and the accompanying
‘conference report to mean that only children with
-extreme disabilities could qualify. It expects the
“hew rules to knock out about 135,000 of the 260,000
_children whose status will be reviewed. In answer to
‘critics who charge that the new rules are overly
harsh, the Administration points out that it expects
1o disqualify 50,000 fewer children than the Congres-
sional Budget Office expected.
. But Jonathan Stein of Community Legal Serv-
.ices in Philadelphia, an advocacy group for low-
income families, points to chilling anecdotes. Under
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President Clinton’s nominee to head the Social -

t a Needed Review

the new rules a child suffering from cerebral palsy, -
learning problems and depression was disqualified,
as was a mentally retarded child infected with the
AIDS virus and suffering from chronic multiple
infections. Social Security officials say these deci-
sions, if wrong, do not reflect bad rules but rather
aberrant judgments that are the unavoidable conse-
quence of reviewing hundreds of thousands of cases
in a matter of months. '

Even if that were true in these particular cases,
there are compelling reasons for the Administra-
tion to rethink its rules. For starters, key senators
from both parties, including John Chafee of Rhode
1sland and the rhinority leader, Tom Daschle, have
written the Administration to challenge its interpre-
tation of the welfare act. .

Nowhere, they poiat out, does the act say that
children must have extreme disabilities to qualify
for cash aid. Many senators say that the 1996 law
called for eligibility criteria tougher than the old
law’s, but less tough than the Administration’s.
Another disturbing fact is that about 70 percent of
the families that have appealed decisions to strip
them ‘of disability aid have won their challenges.
That suggests the review process is riddled with
error. Unfortunately, too tew families take advan-
tage of their right to appeal.

Mr. Apfel, once confirmed, needs to quickly
decide if further reviews should be put on hold while
his office checks what Congress intended, why the
vast majority of challenged disqualifications are
reversed on appeal and why 100 few families appeal
decisions to throw them off §.S.1. He also needs to
know why states appear to be instituting the Admin-
istration’s rules differently. Only after these ques-
tions are answered will Mr. Apfel know whether the
Administration has abandoned thousands of dis-
abled children for no good reason.

Sociol Sy~ CLolleons Divelaly
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Record Type: Record

To: Elena Kagan/OPD/EQP, Barry J. Toiv/iWHO/EOP

ce: William H. White Jr./WHO/EOP, Julia R. Green/WHQ/EOP, Laura Emmett/WHO/EQP
Subject: Children’s SSi and NY Times editorial board

We are debating whether someone should alert Michael Weinstein of the NYTimes editorial board
about the President's statement today at the disability meeting: he has asked SSA to report to him
in 30 days about problems the advocates are reporting in SSA's review of 260,000 children to see
if they meet the new SSI standard. We hear the Times will run an editorial criticizing SSA for
making mistakes in these reviews, and endorse a moratorium on further reviews till SSA is sure that
all problems are ironed out. SSA just told the Times that today Ken Apfel promised a top-to-bottom
review of this process within 30 days after he is named commissioner. We don't know when the
editorial will run; it doesn't sound like it will be tomorrow.

| am more inclined not to do so. We have been consistent in letting SSA take the lead in this
story, so it may be unwise to insert ourselves inte the picture at this point. Plus, he didn't cali for a
moratorium, which is what the Times wants -- SSA would continue to review children's cases and
might be almost finished by the time the 30 days are up, as an advocate pointed out to us today.

On the other hand, if the editorial does say "the President should do something about this,” the
President might feel dismayed that we didn't get the word out that he has taken at least this step.
{Then there is the question of who talks to them.}) Views on this are welcome.
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Record Type: Record

To: See the distribution list at the bottom of this message

ce:
Subject: Re: Shaw press conference on children's SSI today @

Good news is that a new GAO report validates SSA’'s regulations as being consistent with the
welfare reform law, and not overly strict. So that's something objective we can point to.

Bad news is that advocates are strongly critiquing a random sample study of 80 children that SSA
released and that Shaw touted today. A reader of SSA's report would certainly get the sense that
SSA is making good decisions. The advocates say it is sanitized, and raise questions about
whether it is truly random that don't sound wacky to me at first blush.

Message Sent To:

Elena Kagan/OPD/EQP
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Richard E. Green/OMB/EOP
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August 14, 1997

John Callahan
Acting Commissioner
Social Security Administration
500 "E"™ St., SW
Washington, DC 20254
Re: State Variances in S8SI Child-
hood Disability Cessations

Dear John,

The crisis in SSI childhood terminations now has an
uglier manifestation in the extraordinary variances in cessation
rates. Equally disturbing are significant variations in use of
functional equivalence and failure to cooperate decisions among the
states which have no rational or apparent policy justification.
Enclosed is a summary chart of cessation rates taken from SSA data
as of August 2, 1997.

We offer our preliminary observations here and will
provide more comprehensive recommendations at the planned September
3rd meeting. We understand that your staff is in good faith
seeking answers, but let us suggest that some of the reasons
hypothesized in the preamble to the data themselves are suspect,
and the text excludes reasons that are not neutral and innocuous.

We view this data in the context of:

(1) A very rushed redetermination process where most of
the reviews have been done in the space of 4 months when the
Congress anticipated a yvear’s duration, Aug. ‘96- Aug. 97, and has
now given SSA 6 more months. This is manifested in disturbing
patterns of inadeguately developed termination decisions with no or
cancelled consultative exams to fill gaps in medical evidence, and
based on one or two scurces, where the norm for allowances has been
multiple sources. Quaere: Why is considerably less documentation
needed for cessations than for allowances?

(2) Very few appeals have been filed and even fewer
requests honored by your staff for benefits continued pending
appeal. The partial corrective steps are too little, too late for
over 100,000 terminated children.



John Callahan
August 14, 1997
Page Two

(3) Serious defects exist in the very "interim final"
rules being employed, as most public commentators and Senators
pointed out. Almost no children terminated will benefit from any
changes made in these rules that could make them fairer and legal.
(You have a deadline for redeterminations, but none for interim
rules revisions--a double standard where the losers are disabled
children.)

As for the state differentials, a number of reasons given
by SSA suggest that there may have been higher continuance rates in
the earlier stages of case processing. This can also mean that the
cessation rates and differentials will get even worse! Indeed,
just between the July 19th data listings and the August 2nd report,
Mississippi's cessation rate c¢limbed from 81.7% to 82.1%, and
Texas’ from 76.5% to 77.7%

Your staff hypothesizes that another reason, "access of.
children to medical treatment and/medical evidence" will vary
"greatly" from state to state. But this ignores the agency’s legal
responsibility to fully develop the medical and functional evidence
wherever the c¢hild may be, including Texas, Louisiana and
Migsissippi. That is the raison d’etre of SSA, to provide uniform
and fair evaluations of all claimants. If SSA allowed this
inequity in medical treatment to govern--as we are certailn it did
in the rush to get the job done--then children, especially in these.
states and others need their claims to be full reviewed with a full
development of the medical evidence.

The above are the reasons your staff hypothesizes. Now we
present those that they did not deem appropriate for a memo getting
wide public dissemination. Many states, especially in the South,
but not by any means limited to the South, have a long-standing-
hostility to these families and to the SSI program. This hostility,
which the agency has done little to counter, has tainted the
redetermination process. The hostility is a complex joining of
brainwashing by 1local and national media who have pursued
irresponsible reporting of the program (see Fall, 1955 Forbes Media
Critic article by Chris Georges for documentation); anger that
(minority) families have benefited too much from the program; and
a misreading of Congress, that these children did not really
deserve to be on 8SI (in fact Congress did not terminate the
program but required new, individualized functional reviews of a
minority of the children on SSI). Many of these high cessation
states rejected large numbers of children in the past, including
after the Zebley decision of 1990 and the new agency rules of 1950
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and 1991. If anything, these states should have lower cessation
rates given how much harder it was to qualify originally.

Unfortunately SSA has not been as open as we would have liked
in the sharing of this data, now received, or in sharing with us at
all plans to do supplemental review sampling to flesh out the
reasons. For example, the additional sampling focuses apparently
on personality disorders, conduct disorders, learning disabilities
and ADHD. Yet the agency shows no apparent concern for the 100,000
IFA children diagnosed with mental retardation, as we continually

see children with IQ’s in the 60’s (even in the 50‘s!) among those

terminated. We would ask for much greater involvement in how the
agency goes about addressing this:.and similar problems, including
discourse with the Office of Dlsablllty and OPIR.

Another area of concern that our colleague Tom Yates in
Chicago has flagged is the underutilization of the functional
equivalence criteria and the great state variances in its
utilization. The agency’s preamble text to the data appears to
miss this with the summary, defensive assertion that "a significant
number of continuances are based on" functional equivalence. (We
say defensive because of the rather gratuitous assertion that this
then answers "a concern of many commenters on the interim final
rules that [functional equals] would be rarely used." Commenters,
more accurately, spoke to underutilization not "rarity" of use.)
What the agency is now missing is the diverging frequency of use of
functional equals. It 1is perhaps no. surprise that many -of the
highest cessation rate states are alsc low utilizers of functional
equals. Thus, functional equals as a percentage of total
continuances places Texas at 13%, Illinois at 13%, Mississippi at
11%, compared to Pennsylvania where 28% of its continuances were
functional equals (and Pennsylvania had a much lower total
cessation ratej. We are thus disturbed that this wvariance in
functional equals utilization has not caught the concern of the
agency.

The Failure to Cooperate (FTC) group of 7,670 children is
especially suspect, and these children should all be reviewed
immediately because each case is a child’s and you must agree that
since cooperation falls with an adult or agency in every case, a
FTC termination is by definition unfair and unconscionable for the

child. Simply doing some sampling, as is planned, to see whether an
"attempt" to identify and contact another agency or adult has been
made, is qrossly inadequate,.
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Further, what will happen if the sampling shows shortcomings?
Will SSA commit to a remedial process to be triggered if the sample
shows a certain percentage of shortcomings or will the agency wait
to see what spin it can put on whatever rate turns up? In every
case another actual contact should be made and written reasons
provided to headguarters if that new contact proves unwilling to
cooperate. If non-cooperation is found, a new representative payee:
should be named as failure to cooperate is, by definition, an
irresponsible rep payee, and the agency has the responsibility to.
find a new one who is willing to cooperate. We think you will find
that FTC was in fact the impatience of the DDS to get the job done
quickly ("quick resolution" is the phrase we have been given), and
an agency failure to be flexible or understanding of a parent or
agency having difficulties in responding. (Consider also that
local or state child welfare agencies who are guardians may be ill-
prepared to move as quickly as DDS’'s wanted.)

We suggest at this point that if states show (1)
relatively high cessation rates, (2} underutilization of functional-
equals, and {(3) higher use of failure to cooperate, you should-
suspend all decision-making and immediately start the review of
all, not a sample, of children terminated.

To further discern what has happened we would appreciate
receiving:

(a) a breakdown by race of the children continued‘énd
terminated in each state;

(b) a more detailed mental disorder breakdown by state
and nation of children continued and terminated by sub-groupings
within the very large mental disorder category; and

{c) the number of children appealing terminations in each
state and the number seeking benefits continuing pending appeal.
Having spoken to Mrs. Shriver and Marty Ford of The Arc, we all
share the need to have this data before the September 3rd meeting
with you in Washington.
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CcC:

Thank you for your cooperation.
Sincerely yours,

ONATHAN M. STEIN
RICHARD P. WELSHAUPT

Arthur Fried, Chief Counsel _

Joseph Gribben, Associate Commissioner, OPIR

Judy Chesser, Deputy Commissioner

Carolyn Colven, Deputy Commissioner

Susan Daniels, Associate Commissioner, QD

Brian Coyne, Chief of Staff

Ken Apfel, OMB Associate Director

Sylvia Mathews, Deputy Chief of Staff, The White House

Elena Kagan, Deputy Assistant to the President, '
Domestic Policy

Mrs. Eunice Kennedy Shriver

Marty Ford, The Arc of U.S.

Dr. Robert Cocke

Rhoda Schulzinger, Bazelon Ctr. for Mental Health Law

Patti Smith, National Parents Network

Thomas Yates, SSI Coalition .

Deborah Weinstein/Eileen Sweeney, Children’s Defense Fund

Julie Justicz, Amer. Bar Ass’'n Pro Bono Center

Bruce Bower, Texas Legal Services Center

Rowena Jones, New Orleans Legal Assistance

Rims Barber, Human Services Agenda (Jackson, Miss,)

Enclosure: {August 2, 1997 listings of high cessation states)



Table: 8SI Childhood Disability Redeterminations
Cessation Rates of States Above Naticnal Average
Cumulative Through 08/02/97

State (DDS) Init Cease Rate (%) Total Ceased
Mississippi 82.1 4,078
Montana 78.6 293
Texas 77.7 6,017
Louislana 76.1 6,892
Kansas 75.7 1,567
Iowa 75.9 945
Arkansas 74.4 2,524
| Oklahoma 72.9 730"
| Tennessee 69.6 2,347
| Tilinois  ]71.0 6,461
Rhode Island 68.7 424
Missouri 70.1 3,367
Alabama 69.2 2,748
South Carolina | 66.8 1,793
Nebraska 65.6 441 _
Georgia 65.3 . 2,040 |
West Virginia 64.1 962
Alaska 54.5 . 60
North Dakota 61.7 71
New Mexico 64.1 508
Indiana 60.8 _ 2,233
Chio 60.0 3,922 |
Idaho | 56.0 520 “
New York 58.4 9,898 I
| Wisconsin 58.3 _ 2,051 1
New Hampshire 56.4 119 "
9 95,180 i

National Totals = 55.

Source: Social Security Administration
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